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Abstract 
Introduction: Lifestage transitions for persons who live with disabilities are 
challenging not only for the person but also for their broader network.  Youth with 
physical impairment who transition from primary to secondary school face challenges 
including expectations, learning and the development of competency skills to prepare 
for adult life.  The caregivers of youth with physical impairment similarly confront 
substantial challenges that affect their day to day schedules and routines. 
 
Aims: To explore the impact of and determine support needs for youth with CP and 
their caregivers during the transition from primary to secondary school. 
 
Method: A two year study with youth and their caregivers was conducted using a 
mixed methods approach.  Interviews with and surveys of 43 participants, pre and 
post transition to secondary school, enabled the chronicling of the impact of the 
transition process.  The International Classification of Functioning (ICF) and the 
Bridges of Transition frameworks were used to inform the study.   Instruments used 
to measure the concepts of carer strain and Quality of Life (QoL), included: Cerebral 
Palsy Quality of Life (CPQoL) (for youth with disability – self-report and proxy 
caregiver; Personal Wellbeing Index (PWI) (Adult) for caregiver wellbeing; Modified 
Carer Strain Index (MCSI) for caregiver strain and Depression Anxiety Stress Scale 
(DASS) for caregiver depression, anxiety and stress symptomology.  Quantitative 
analyses using Spearman's correlations and Mann-Whitney tests for between groups 
comparisons were performed on the survey data.   A thematic analysis of qualitative 
data was undertaken with the findings mapped to the ICF and Bridges of Transition 
frameworks. 
  
Results: The study found that the caregivers experienced high levels of stress, 
associated with the preparation for the transition from primary to secondary school.  
Issues of concern for caregivers included the lack of access to appropriate and 
relevant information that is specific to youth with impairments and the lack of access 
to good levels of allied health therapy for their youth.  Another area of concern related 
to poor access to support and guidance that would assist in making sound, informed 
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decisions.  It was found, however, that the youth felt good about their social and 
school wellbeing, general wellbeing and participation.  The two domains that were a 
concern for the youth were their ‘feelings of functioning’ in their environments and 
‘communication and physical health’.  The impact of the transition progression clearly 
translates to both Part 1, functioning and disability, and Part 2, contextual, domains 
of the ICF at pre and post transition analysis.  Additionally, pre transition primary 
concerns for caregivers aligned closely with the Bridges of Transition framework.  The 
study findings enabled the development of a Transition Assistance Checklist (TAC) to 
assist caregivers to consider a range of factors which may assist in school selection 
and thus in the transition of their youth from primary to secondary school. 
  
Conclusion: The caregivers and the youth have specific needs during this transitional 
phase including health, physical functioning and communication needs.  Additionally, 
the caregivers identified a range of logistic issues which are a source of anxiety and 
frustration that relate to environmental systems.  Both the ICF and the Bridges of 
Transition frameworks and the subsequent mapping of the impact of this transition, 
demonstrate a substantial imperative to utilise these well-established structures when 
supporting families during transitional lifestages. 
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Chapter 1: Introduction 
 INTRODUCTION 
Transition from primary to secondary school is an important phase of life for all 
children that occurs at the approximate ages of 12 to 13 years.  This phase coincides 
with the developing pubertal growth period.  Literature suggests that the transition 
from primary to secondary school environments occurs at a time when most young 
adolescents are experiencing the multiple changes associated with adolescence, 
including new role demands presented by teachers, caregivers and peers.  Children 
with physical, cognitive, intellectual and developmental disabilities progress from 
childhood to adulthood along the same developmental trajectory as that of their 
typically developing peers.  However, the complexities of their disability, educational 
trajectory, family dynamics and peer inter-relationships can impact significantly on 
how thoroughly they, as individuals, are able to evolve into the new life roles that 
adolescence and secondary schooling present. 
A transitional phase of life such as this cannot be explored fully without 
examining the child’s family life and how their caregiver’s adapt to and manage their 
disability needs but also the needs of the family as a whole.  The aim of this research 
study is to provide empirical evidence of the impact of the lifestage transition for 
youth with Cerebral Palsy (or a similar condition characterised by a primary physical 
impairment) and their families, during the move from primary to secondary school.   
This aim will be fulfilled by the meeting of the following objectives: 
1. exploring the impact of the transition from primary to secondary school 
on the Quality of Life (QoL) of youth with physical impairment prior to 
and following this transition; 
2. considering the impact on QoL  of caregivers during this lifestage 
transition; 
3. categorising the factors, identified by respondents, which are perceived 
to have influenced this lifestage transition and map these factors to 
evidence based practice frameworks – the Bridges of Transition (Bore & 
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Fuller, 2007; Howe & Richards, 2011) framework and International 
Classification of Functioning (WHO, 2001) domains; and 
4. identifying the issues around supporting a youth with physical 
impairment during this lifestage transition. 
 
 SIGNIFICANCE OF RESEARCH 
Research on typically developing youth has found that failure to successfully 
transition through adolescence and secondary schooling will impact on youths’ ability 
to complete their schooling (Gillock & Reyes, 1996), possibly due to a breakdown of 
teacher and peer relationships throughout the secondary schooling years.  Jones, 
Rodger, Ziviani & Boyd (2009) found that there was a dearth of research regarding 
the transition of youth with physical impairment from primary to secondary school 
and the developmental trajectory at this lifestage.  A broad range of factors are likely 
to affect successful transition from primary to secondary school.  These may include 
the influence of caregiving and family life; capacity of the individual youth to 
participate independently in activities of daily living (Morris, Kurinczuk, Fitzpatrick, & 
Rosenbaum, 2006a); participation in social activities (Law, Finkelman, Hurley, 
Rosenbaum, King, King, & Hanna, 2004); relationship complexities as typically 
developing peers progress through lifestage phases (Stewart, Law, Rosenbaum, & 
Willms, 2001) and family considerations (Wynn, Stewart, Law, Burke Gaffney, & 
Moning, 2006).   
The impact of the caring role is a significant issue for caregivers of youth with 
a physical impairment.  Seven parental ‘impact dimensions’ are discernible with regard 
to the effect on the caregivers of a child with a disability compared with carers of 
typically developing peers (Guyard, Fauconnier, & Mermet, 2010).  These dimensions 
are:  
1. time spent with the child in a caregiving role; 
2. occupational restrictions; 
3. social relationships; 
4. family relationships; 
5. psychological wellbeing; 
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6. physical health; and 
7. financial burden. 
Time spent caring for the child has been found to be the most important factor, 
and was largely dependent on the child’s autonomy (Heah, Case, McGuire, & Law, 
2007).  Guyard, Fauconnier, & Mermet (2010) concluded that intellectual impairment 
places a negative influence on family relationships and the psychological wellbeing of 
the parent.  It was also deemed that mothers and fathers experience the impact of 
the impact of caregiving differently, with defined caregiving roles within the family 
group being the key indicator of not only the experience but also the effect of the 
caregiving experience.   
This research study will explore some of the issues embedded within the 
transition phase in this developmental period in addition to the subsequent impact on 
youth and caregivers.  These issues include: the personal wellbeing of family 
members (caregivers, and youth with physical impairment); carer burden and the 
challenges faced during the transition from primary to secondary school. 
Transition can be regarded as the continuity of experiences that are between 
developmental periods of life.  These transitional periods for children, are critical 
linking phases for developmental success, in particular, for a child living with a 
disability and their family (Eccles, Lord & Buchanan, 1996; Kagan & Neumann, 1998; 
Strohm, 2002; Strnadova & Cumming, 2014).  The notion of transitions between 
essential lifestages has been discussed in various forums over many years (Cramm, 
Strating, Nieboer & Roebroeck, 2013; Guralnick, 2001); however, facilitation of these 
changes is still relatively poor for children with disabilities and their families.  
Transitions have been researched for at least 30 years, driven by specific legislation 
(e.g., Individuals with Disabilities Education Act - IDEA) and major funded programs 
(e.g., Head Start), which were designed to assist vulnerable children to transition 
effectively within educational and health environments.  These initiatives have shown 
that children transitioning from early childhood environments to typical educational 
environments struggle to maintain the momentum established in the early years 
environments (Guralnick, 2001).   
A shift in educational focus, including changes in the curriculum and specific 
assessment adjustments, mobility within the environment, ability to manage flexible 
routines and educational routines and timings within the educational setting, 
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contribute to the additional format and scheduling challenges of a secondary school 
atmosphere (Strnadova & Cumming, 2014).  Additionally, transition periods can 
trigger significant periods of increased tension for families of children with 
developmental disabilities, thereby increasing difficulties in coping with change within 
and between various educational settings.  The day to day functioning of caregivers 
can be affected by behavioural characteristics of their children with disabilities.  For 
example, the caregiver’s competence in managing these behaviours could be an 
important factor in determining the caregiver’s capacity to function well.  Authors 
emphasise the importance of developing specific interventions, such as supports at 
home (e.g., respite, transporting, home help) and psychological support to manage 
issues, such as coping skills and stress and anxiety, that support the family as a whole, 
a concept which is particularly vital during transitional periods (Ketelaar, Volman, 
Gorter & Vermeer, 2008).   
The difficulties associated with both the move from a home context to an early 
childhood context and the transitions from education to adult-based services have 
been well reported (Strnadova & Cumming, 2014).  However, minimal research 
attention has been given to the social/community context of the transitional period 
between primary and secondary schooling and how it impacts on the QoL of youths 
and their caregivers.  It is apparent that this transitional period coincides with the 
early stages of developmental changes associated with puberty.  The impact of this 
transition for youth at this lifestage is multi-faceted, with significant concerns 
regarding developmental milestones, as well as academic, social, financial and QoL 
outcomes for the youth (Kagan & Neumann, 1998).   
While there is some evidence about the impact of primary to secondary 
transition for typically developing children (Zeedyk, Gallacher, Henderson & Hope, 
2003; Rosenbaum & Stewart, 2007; Smith, Akos, Lim & Wiley, 2008; McGee, 2009), 
research examining this particular lifestage transition for youth with disabilities and 
their caregivers is limited.  Transitional periods between schooling environments are 
regarded as key points in time for youth, and are especially critical for youth with 
disabilities and their families (Bore & Fuller, 2007; Howe & Richards, 2011). 
The transition through adolescence is fraught with complex psychosocial issues, 
such as reduced self-esteem; peer group challenges (Kang, Palisano, King, Chiarello, 
Orlin & Polanski, 2012); academic challenges (Jones, Rodger, Ziviani & Boyd, 2009) 
and participation in sporting and community activities (Vargus-Adams & Martin, 
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2010).  For a youth with physical impairment, these aspects are complicated by the 
complexities of his or her specific condition/s and their effects on intra-family 
relationships, including the development of sibling relationships.  Patterns set at this 
stage are likely to persist into the adult years.   
This study explores the experiences and perspectives of families caring for youth 
with physical impairment undergoing primary to secondary school transition within 
the context of becoming an adolescent in an Australian context.  The research 
therefore addresses a gap in the literature related to the impact of this particular 
transition with the concurrent presence of a complex developmental disability.  There 
has been little evidence gathered about the impact on children with physical 
impairments and their families during the transitional phase from primary to 
secondary school, when the child undergoes developmental changes and progresses 
into the adolescent years.  In undertaking the current research, and achieving its aims 
and objectives, there is considerable potential for furthering understanding about this 
topic.  The unique contribution of this study is the exploration of the experience of 
the transition on the family unit, namely that of the youth and their caregivers. 
Knowledge gained from this research has implications for devising programs and 
strategies to assist youth with physical impairment and members of their families.  
The experiences and personal knowledge of the challenges faced by family members 
during the primary to secondary school transitional phase will be the focus of this 
research. 
 
 AIMS AND OBJECTIVES 
The primary aim of this research study is to contribute to the growing evidence 
on the impact of the lifestage transition for youth with CP (or a similar condition 
characterised by a primary physical impairment) and their families, in the progression 
from primary to secondary school.  This aim will be fulfilled by the meeting of the 
following objectives: 
1. investigating the impact of the transition from primary to secondary school on 
the QoL  of youth with CP  (or a similar condition characterised by a primary 
physical impairment), prior to and following this transition; 
2. investigating the impact on QoL  of caregivers during this lifestage transition; 
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3. identifying the factors that respondents perceive to have influenced this 
transition; and 
4. identifying issues for caregivers during this transition. 
To achieve these objectives, this study will use a mixed-methods approach.  The 
quantitative component will examine youth characteristics and QoL  prior to and 
following the transition from primary to secondary school; and will compare 
participant groups (according to characteristics such as intellectual functioning and 
school type) to provide insight into perceived QoL  among youth with CP  at this age.  
The qualitative component will explore the lived experience of the caregivers and 
youth with disability during this transition phase.  The World Health Organization’s 
(WHO’s) classification model of functioning will be used as a conceptual framework 
for analyses.  Data will be transformed into a model that embraces a global holistic 
approach to thinking about the impact of disability (functioning) within context.  
Additionally, the qualitative data will be mapped to the Bridges of Transition 
framework1; thereby examining the issue of transition from an educational-specific 
and holistic perspective. 
Further exploration of qualitative data will be undertaken to determine the 
factors that are perceived by youth with physical impairment and their caregivers as 
those that most affect their respective levels of personal wellbeing  prior to and 
following the transition phase. 
This study was designed to include:  
1. the gathering of data from multiple perspectives, including the perceived 
personal wellbeing of the youth with CP themselves, in addition to the 
perspectives of their caregivers; 
                                           
 
 
1 The Bridges of Transition theory is described comprehensively in Section 3.5 – in summary, it is a theory that 
proposes that there are five main areas to address that will assist in youth transitioning from one educational 
context to the other. Section 3.5 gives a comprehensive exploration of the framework, including a visual diagram. 
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2. the use of a mixed-methods approach involving quantitative and qualitative 
data collection, with the former being obtained from responses to items on 
surveys completed by participant groups and semi-structured interviews with 
caregivers; and 
3. a longitudinal methodology to enable the tracking of any potential changes 
that occur for each group in the period before and after the transition with CP 
from primary to secondary school.   
 
 RESEARCH SCOPE 
Considering the complexity and nature of families and the uniqueness of all 
families in society, in particular those families who live with a member who has a 
disability, it is important to highlight the scope of this research program.  This research 
investigates the impact of the transition from primary to secondary school for youth 
with physical impairment and their caregivers.  This study does not explore the impact 
on siblings of youth with physical impairment or extended family members, unless 
they are acting as a primary or secondary caregiver of the youth. 
 
 REFLEXIVITY AND THE RESEARCHERS ROLE IN DISABILITY 
PRACTICE 
Reflexivity is an essential characteristic in qualitative research (Liamputtong, 
2011).  Reflexivity supports the ‘integrity’ and ‘nature of the knowledge’ that 
qualitative researchers claim and reflexivity acknowledges that researchers play a key 
role in how their data are shaped and analysed (Angen, 2000).  Researchers have 
their own positions and personal perspectives and inevitably bring these into the 
research process.  The resulting discourse between the perspectives and experiences 
of the researchers makes the research more meaningful.  Sim and Wright (2000) 
contend that reflexivity should be seen as a ‘resource’ rather than a source of ‘error 
or bias’.  In fact, the reflexivity of the researcher assists in making the research 
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findings more credible, as postmodernist ontology2 posits the notion of the observer 
influencing the observed.  Johnson and Waterfield (2004) make explicit the 
researcher’s contribution to the interpretive process, and as such, the experiences, 
beliefs and personal history that influence the research must be acknowledged.  These 
subjective prejudices, in combination with critical reflection, are central to establishing 
the integrity and critical abilities of the researcher and ‘must be evidenced’ in the 
process to assure that the interpretation is valid and grounded within the data 
(Liamputtong, 2007a).  Charmaz (2003); Bryant & Charmaz, (2007a) posit that the 
constructivist nature of grounded theory (in which reflexivity sits) shifts the researcher 
from ‘expert analyst’ to ‘acknowledged participant’ within the research process, and 
as such the ‘construction’ of the theory is influenced by the reflexivity of the 
researcher. 
The Principal Investigator has been working in the field of disability broadly, 
and specifically in managing therapy teams to provide services to children/youth with 
CP and their families during the developmental period of 0-18 years, for approximately 
20 years.  The Principal Investigator is a parent of a young man who was born with 
a physical impairment, and has lived an experience similar to the caregiver 
participants in this study.  The Principal Investigator’s understanding and experience 
of the social model of disability has provided unique insight into the impact of a 
person’s environment on how well a person is able to engage with their social context, 
and the interactions with a range of contexts and systems (e.g., education, health, 
and social structure).  An advantage of my experiences include that I could not have 
understood the minutia of experiences that impact caregivers throughout this 
transition if I had not had a parallel experience.  It became very clear to me 
throughout these professional and personal experiences that the majority of services 
provided to young children with CP and their families are specific to the nature of CP 
itself, and are focused around allied health therapies (speech and language, physio 
and occupational therapies).  The reasons for this focus are clear.  For example, 
significant growth and development during other lifestage transitional phases (from 
                                           
 
 
2 The study of ‘being’, or the fundamental nature of things.  A positivist ontology emphasises that the world is 
objective, uninfluenced by the observer.  A postmodernist ontology suggests that the world is fluid, always changing, 
and fundamentally shaped by the person who is observing (Liamputtong, 2009). 
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early childhood to the early years of school and from the end of the school years into 
early adulthood) require specific and critical function-based therapy not only 
psychologically but also physically.  Good quality transition through adolescence and 
into adulthood is essential for any youth.  It is also of crucial significance that youth 
with disabilities receive specific growth dependent therapy in early adolescence so 
they are able to navigate their adult contexts with as much independence and urbanity 
as possible.  The complexity of navigating an ever increasingly sophisticated and 
technological society cannot be underestimated, and as such, families need sound 
information and access to quality support available if they are to assist their child on 
this journey.  Despite the importance of these services, in my experience, there is 
little such information, knowledge, resources and activities available for youth with 
disabilities within our communities.  Additionally, the impact on families during the 
transition of youth with disabilities through to adulthood is complex and as such 
encompasses a range of systems that do not necessarily intersect in ways that 
encourage beneficial outcomes. A disadvantage of my role as a researcher was the 
potential for my lived experience to influence what I saw as key important elements 
to be prioritised with other themes not given appropriate weighting. 
Recent national legislative changes in Australia (e.g., the National Disability 
Insurance Scheme [NDIS]) strategically aim to provide strong therapeutic services to 
support disability-related needs and potentially some specific supports for caregivers 
and family.  However, it is unlikely that social programs and services that specifically 
target adolescents with disabilities will be made available unless they are specifically 
crafted in relation to a person’s life goals.  This targeting relies on excellent 
assessment skills of the ‘planners’, who are employed to support such goal planning.  
The availability of good quality generic community services for typically developing 
youth should provide such supports.  However, considering the specialist nature of 
‘disability’ (as seen by the broader community services), these programs will need 
strongly targeted and specialised involvement from the disability sector. 
My concern is that youth transitioning to independent adult lives need access 
to evidence-based programs that establish competence in skills required for adult life.  
These skills and competencies should be learnt in adolescence and refined as the 
person matures and gains life experiences.  These concerns influenced my decision 
to explore this issue and undertake a professional doctorate investigating the quality 
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of transition from primary to secondary school for youth with physical impairment, 
and the associated impact of this transition on themselves and their families. 
 
 LANGUAGE, ABBREVIATIONS AND ASSUMPTIONS 
A list of frequently used terms, abbreviations and assumptions is provided on 
page xii to assist the reader to understand the terminology associated with disability 
practice with regards to CP. 
 
 THESIS STRUCTURE 
This thesis is comprised of 10 chapters.  Chapter 1 has introduced the research 
topic, significance of the research and aims and objectives.  It also provided a brief 
overview of the researcher’s previous experience and interest in ensuring that children 
and youth with disabilities are provided with good quality, evidence-based supports 
and programs in their developmental years to allow for transition to independent adult 
lives. 
The literature on models of disability, life-stages and CP is reviewed in Chapter 
2, with particular emphasis on how this literature relates to typical transitions in 
adolescence.  The literature review highlights a gap in the evidence-based knowledge 
with respect to lifestage transitions for youth with disabilities, particularly during the 
transition from childhood to adolescence.  The literature review confirms that the 
body of knowledge on this life transition for youth with disabilities is limited.  
Theoretical frameworks that underpin this study are the focus of Chapter 3. 
The identification and justification of the methods used in this thesis are 
explored in the methodology chapter, Chapter 4.  Chapter 5 presents family and 
individual participant descriptions and demographics.  Chapters 6 and 7 provide the 
data analysis and results of pre and post transition.  Each results chapter explores of 
the changes in perceived QoL of caregivers and youth through the analysis of 
qualitative data.  Chapters 6 and 7 additionally examine the impact of this transition 
on both the youth and the caregivers with a comparison pre to post transition. 
Qualitative analysis of interview data is based on standard measures of domains 
that have long been established as being components of QoL.  Using a qualitative 
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approach to analyse the data allows for the development of a sound construct to 
consider the best possible outcomes throughout and following the primary-secondary 
school transition.  Qualitative analysis allows the lived experience of individuals from 
their own perspectives to be viewed as reality.  It is only through the subjective 
meanings ascribed by individuals to their experiences that we are able to gain a 
greater understanding of what is happening for them. 
The overarching discussion of all data (quantitative and qualitative) and 
translation of this evidence into recommendations about how to best support youth 
with disabilities to transition is provided in Chapter 8.  The development of Transition 
Assistance Checklists (TAC) by the Principal Investigator is based on emergent themes 
from the data.  Two TAC’s, one for service providers and the other for use by families 
who are supporting a youth to transition into secondary school are described in 
Chapter 9.  Chapter 10 draws conclusions about this study’s findings and also outlines 
its limitations. 
This thesis seeks to provide the necessary information and resources for 
families and service providers to assist them in supporting youth with disabilities to 
progress through adolescence in ways that maximise their overall wellbeing and QoL 
during this lifestage. 
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Chapter 2: Literature Review 
 INTRODUCTION 
Quality of life (QoL) is considered to be a notion that is ambiguous, personal 
and multidimensional, incorporating all life dimensions and experiences.  The WHO 
Quality of Life group describes quality of life as an “individual’s perceptions of their 
position in life in the context of the culture and value system in which they live and 
in relation to their goals, standards, and concerns” (WHO, 1998, p.1570).   The World 
Health Organization (WHO) defines it as ‘the individual’s perceptions of their position 
in life in the context of culture and value systems in which they live, and in relation 
to their goals, expectations and concerns’ (WHO, 1980).  QoL is, by its very nature, 
particular to the individual, but is also intuitively meaningful and comprehensible to 
most people (Revicki, Osaba, Fairclough, Barofsky, Berzon, Leidy, & Rothman, 2000). 
Chapter 2 considers a range of factors that impact on the lives of adolescents 
with disabilities, including transitional phases of life, QoL, developmental disorders 
and family.  It also examines Erikson’s (1963) lifestages framework as it relates to the 
adolescent transitional phase, which is the central focus of this study. 
 QUALITY OF LIFE  
Having the best possible QoL is a widely shared goal across all of humankind, 
irrespective of whether individuals have medical conditions, impairments or disabilities 
or the cultural context within which a person lives.  For young people with disabilities, 
the fostering of good QoL over their lifespan requires special consideration of the 
challenges they encounter in association with their impairments and disabilities, as 
they progress through life’s various transitions (Renwick, 2013).   
A range of constructs are associated and often used interchangeably with QoL, 
including wellbeing, participation, health and functional status.  Literature suggests 
that participation is inextricably linked with QoL (Livingston, Rosenbaum, Russell, & 
Palisano, 2007).  The International Classification of Functioning (ICF) (WHO, 2001) 
defines participation in terms of involvement in real life situations, for example, 
attending school and engaging in activities in the community.  Hoogsteen and 
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Woodgate (2010) emphasise that participation embodies decisions to take part, as 
well as actually taking part, engaging with others and moving towards a meaningful 
goal when doing so. 
The term ‘disability’ has been defined in numerous ways.  Hoogsteen et al.  
(2010), for example, define disability in terms of how it relates to an individual’s life.  
Altman (2001) proposes, however, that disability should be defined in a more 
universal manner - as ‘a difficulty in functioning, applicable to all persons, without 
segregation into groups, or those with chronic illness, and be able to describe the 
experience of disability across many areas of functioning’.  The author argues that 
this particular definition allows for comparison of severity of across all types of 
disability, and recognises the influence of the environment on the person and their 
disability.  The current definition of disability that underpins the ICF considers the 
individual’s disability and his or her interaction within the context of where he or she 
participates.  Altman (2001) postulates that definitions of disability should 
acknowledge the equally important roles of the person’s state of health and the 
environmental factors in the production and mediation of the experience of disability.  
Researchers have considered life domains, health status and social and interpersonal 
status to be congruent with one another, thereby adopting a holistic approach to QoL 
for individuals with disabilities (Ronen & Rosenbaum, 2013).   
In contrast to a purely health-based approach, life needs to be considered as 
something that entails a complex set of interactions that are experienced by 
individuals.  The complexity of humankind is such that the experience of disability 
within different social contexts gives rise to differences in perceived QoL between 
individuals (Albrecht & Devlieger, 1999).  It has been proposed that negative 
attitudes, perceptions and ambivalent behaviour towards persons with disabilities 
appear too grounded in people’s own judgements of what they perceive to be QoL 
for those who are less able bodied.  Western society tends to rank health as the most 
important domain of life (Ronen & Rosenbaum, 2013) and, as such, focuses on QoL 
within the context of health first and foremost.  Consequently, the impact of health 
issues on the QoL of persons with disabilities is considered to be significant.  The 
evolution of QoL constructs for those individuals living with chronic conditions relates 
to the presence, absence, frequency or severity of actual health problems or 
challenges (Ronen & Rosenbaum, 2013).  However, health-related QoL should 
therefore be conceptualised as just one sub-domain of overall QoL (Ronen & 
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Rosenbaum, 2013) as it is only one aspect of the human experience.  It should not 
be the only consideration in determinations made about the QoL among persons with 
chronic conditions or disabilities (Albrecht & Devlieger, 1999).  Advancements in the 
way health-related QoL (HRQoL) is conceptualised has led to this term now being 
regarded to encompass the notion of social roles, mental acuity, emotional state and 
sense of wellbeing  (Ronen & Rosenbaum, 2013). 
QoL and its measurement is complex for young people with neurological and 
developmental conditions, particularly in the period from childhood to young 
adulthood.  Research is needed to elucidate the patterns of support and resources 
required for enhancing the QoL of young people with disabilities and their families 
(Renwick, 2013).  It is critical that such research takes a holistic view of QoL, including 
both health and social aspects for youth with developmental disorders, and 
particularly for those with neurodevelopmental physical impairments. 
 CEREBRAL PALSY  
Cerebral Palsy (CP) is described as a group of permanent disorders related to 
the development of movement and posture that limit activity.  The condition is 
attributed to non-progressive disturbances that occur in the developing foetal or 
infant brain (Rosenbaum, Paneth, Leviton, Goldstein & Bax, 2007).   The motor 
disorders of CP are often accompanied by disturbances of sensation, perception, 
cognition, communication and behaviour.  CP can also be associated with epilepsy 
and secondary musculoskeletal problems (Rosenbaum et al., 2007).  CP is essentially 
a phenomenologically-based, clinical diagnosis, defined by a prevalent, clinically 
important and identifiable group of persons with neurodevelopmental disabilities.  
Rosenbaum et al., (2007) determined that the complexity of CP includes multiple key 
concepts within the definition that include and exclude elements described below. 
1. Permanency – the definition excludes ‘transient disorders’ but acknowledges 
the changing pattern of clinical manifestations; 
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2. Development – the developmental nature of CP almost always implies the 
presence of impacts on the developmental trajectories of the person who 
has CP.  Manifestation of motor impairments occurs early in life, usually 
before 18 months of age, involving delayed or aberrant motor progress, and 
other neurodevelopmental and functional difficulties that can appear 
throughout childhood.  The clinical picture of CP evolves with time, 
development, learning, activities, therapies, ageing and other factors. 
3. Movement and posture – the definition includes abnormal gross and fine 
motor functioning and organisation; for example, difficulties with walking, 
feeding and swallowing, coordinated eye movements, articulation of speech 
and secondary problems with behaviour, musculoskeletal function and 
participation in society.  Persons with neurodevelopmental disabilities that do 
not primarily affect movement and posture are not considered to have CP. 
4. Activity limitation – the definition of activity is ‘the execution of a task or 
action by an individual’.  Thus ‘activity limitation’ is defined as ‘difficulties an 
individual may have in executing activities’. 
5. Non-progressive – the term is used to denote that the pathophysiological 
mechanisms leading to CP are presumed to arise from a single, inciting 
event or discrete series of events, which are no longer active at the time of 
diagnosis.  The inciting event or discrete series of events produce a 
disruption of normal brain structure and function which may be associated 
with changing or additional manifestations over time when superimposed on 
developmental processes.  Therefore motor dysfunction which results from 
recognised progressive brain disorders is not considered CP. 
6. Foetal or infant – this refers to the definition of CP occurring early in life.  
The disturbances generally occur before the affected function has developed 
(i.e., walking, manipulation). 
7. Brain – this refers to affected areas of the brain including, the cerebrum, 
cerebellum and brain stem, therefore excluding disorders that are solely of 
spinal, peripheral nerve, muscular or mechanical in origin. 
8. Accompanied by – persons with CP often show other neurodevelopmental 
disorders or impairments, such as the following: 
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a. sensation – vision, hearing and other sensory modalities may be 
affected, both as a function of the primary disturbance and as a 
secondary consequence of activity limitations that restrict learning 
and perpetual development experiences; 
b. perception – the capacity to incorporate and interpret sensory and/or 
cognitive information both as a function of the primary disturbance to 
secondary consequence of activity limitations; 
c. cognition – both global and specific cognitive processes may be 
affected, including attention as a function of the primary disturbance 
and as a secondary consequence of activity limitation; 
d. communication – expressive and/or receptive communication and/or 
social interaction skills may be affected, both as a function of the 
primary disturbance to secondarily as a consequence of activity 
limitations; 
e. behaviour – including psychiatric or behavioural problems such as 
pervasive developmental disorders, sleep, mood and anxiety 
disorders; 
f. epilepsy – virtually every seizure type and many epileptic syndromes 
may be seen in persons with CP; and 
g. secondary musculoskeletal problems – development of 
musculoskeletal problems may arise due to development over the 
lifespan and relating to physical growth, muscle spasticity, ageing 
and other factors. 
CP is a multi-faceted and complex condition.  Considerable work has been 
conducted around diagnostic inclusion and exclusion criteria, and the difficulties that 
arise when attempting to clearly diagnose specific syndromes and disorders.  The 
definition used by this study when referring to the term ‘youth with physical 
impairment’ is ‘youth with CP (or similar condition characterised by a primary physical 
impairment)’ (Rosenbaum et al., 2007). 
The ‘similar condition characterised by a primary physical impairment’ referred 
to in the above definition includes other conditions arising from brain 
lesions/impairments that present in a similar manner to CP, which enable children to 
gain eligibility for services at the CP League (a non-government organisation funded 
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to provide allied health and social work services).  These include some congenital 
conditions (e.g., hereditary spastic paraparesis) and some acquired conditions (e.g., 
traumatic brain injury after two years of age).  This definition excludes all children 
whose primary condition is one of behaviour (e.g., Pervasive Developmental Disorders 
– including Autism Spectrum Disorder, Childhood Disintegrative Disorder, Rhett’s 
Disorder, Asperger’s Syndrome and Pervasive Developmental Disorder – Not 
Otherwise Specified); intellectual impairment (e.g.  Down’s syndrome, non-specified 
intellectual disabilities); muscular origin (e.g. muscular dystrophy and atrophy); or a 
specific syndrome with a phenotype unlike CP (e.g. Prader-Willi Syndrome, 
Angelman’s Syndrome).   
 
 PREVALENCE OF DEVELOPMENTAL DISORDERS 
The Australian CP Register (ACPR, 2009) found that there was a prevalence rate 
of 2.0 per 1000 live births (95% Confidence Interval = 1.9-2.1).  According to the 
Queensland CP Register (QCPR, 2010), the prevalence rate for CP within the state of 
Queensland in 1996 was 1.8 per 1000 live births (87 children out of 47,987 live births).  
The ACPR (2009) determined from combined data from 1993-2003 cohorts that the 
brain injury responsible for CP primarily arises during the pre/perinatal period 
(94.7%), rather than from brain injury occurring post-neonatally (5.3%).  Research 
shows a prevalence of 0.39% among all children aged 3-17 years who had a 
diagnosed developmental disability, with an even gender distribution (Boyle et al., 
2011).  The combined data prevalence rate of post-neonatally acquired CP is 
estimated to be 1.08 per 10,000 live births (Boyle, Boulet, Schieve, Cohen, Blumberg, 
Yeargin-Allsop, Visser, & Kogan, 2011).  The causes for this condition include hypoxia, 
cerebro vascular accidents, vehicle accidents, near drowning, viral/bacterial 
infections, post-immunisations and non-accidental injury. 
CP is a life-long physical disability caused by damage to the developing brain.  
Movement and posture are affected.  It most usually presents in early childhood3.  For 
                                           
 
 
3 This Definition makes it present from birth to the age of five years; post five years of age, impairments that 
present like CP would be referred to as an Acquired Brain Injury (ABI), with or without associated conditions. 
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most people with CP (94%), the brain injury occurs before one month of age.  The 
most common presentation of CP is known as spastic hemiplegia, where one half of 
the body has difficulty with voluntary movement.  Approximately 40% of children with 
CP have hemiplegia.  Spasticity, which makes movement difficult and sometimes 
painful, is the term used to describe the very tight muscles that are a problem in 86% 
of children with CP.  Over 28% of Australian children with CP cannot walk.  Another 
11% require a walking frame or walking sticks to walk.  Children with CP are likely to 
have other impairments in addition to their motor disability.  Around 60% have a 
speech impairment, 45% have an intellectual impairment, 31% have epilepsy, 37% 
have a vision impairment, and 12% have a hearing impairment (Boyle et al., 2011).  
The rate of birth defects (congenital abnormalities) is at least five times higher in 
children with CP than the general population (ACPR, 2009).  Between 20% and 40% 
of children born with CP have a birth defect.  Males are at greater risk of having CP.  
Prematurity is associated with higher rates of CP, with 42% of children with CP being 
born prematurely, compared to 8% of the Australian population.  Low birth weight is 
associated with higher rates of CP which may be a result of prematurity or slow 
intrauterine growth.  Approximately 43% of children with CP had low birth weight, 
compared to just over 6% of the Australian population.  Multiple births are associated 
with higher rates of CP.  Around 11% of children with CP were from a multiple birth, 
but the rate of multiple births in Australia is only 1.7% (ACPR, 2009). 
 
 FAMILY 
The term ’family’ is used in a broad sense to refer to the social institution of 
family, and it encompasses all types of formations and relationships.  Some examples 
of contemporary societal families are: nuclear two parent families, single parent 
families, couple families, blended and step families, extended residential families and 
kinship groups and communal families (Aspin, 1994).  Many types of groups that can 
be regarded as family depending on the cultural identity of the group.  Therefore, 
family structures are not uniform, and yet they serve similar functions for individuals.  
Historically, the typical family structure was regarded as the nuclear family with a 
father, mother and two or more children (Bee & Boyd, 2002).  However, in 
contemporary society, the look and feel of families has changed significantly and can 
consist of many and varied persons and roles.  Despite these changes, the family 
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remains the primary place where social behaviour and mores are transmitted from 
one generation to the next (Lerner, Lerner, von Eye, Ostrum, Nitz, Talwar-Soni, & 
Tubman, 1996; Bee & Boyd, 2002). 
The composition and resources of each individual family determine the extent 
to which it undertakes the functions and tasks of families (Aspin, 1994).  These 
functions and tasks have been identified by Aspin (1994), as follows.   
1. Physical, adaptive, economic and social functions – These functions include 
the provision of the necessities (i.e., food, clothing, shelter, health care etc.), 
socialisation of children, mediation with broader society, support for social 
identity, status, communication, integration and decision making, recreation 
and leisure, adjustment to change in a complex social aspect. 
2. Emotional and psychological tasks – These tasks encourage individual 
intellectual and social potential, self-esteem, emotional support and affection, 
and security. 
3. cultural, moral and spiritual functions – These functions include the 
transmission of societal norms and values, language, customs and traditions 
of the culture, standards of behaviour and if appropriate religious beliefs. 
 
 FAMILY DEVELOPMENT: THE LIFE CYCLE 
The framework of family development is based on three stages: 
1. beginning; 
2. expanding; and 
3. contracting. 
This framework is useful in understanding ‘family’ as a concept; however, in 
present-day society, the concept of family varies greatly in the meaning ascribed to 
it.  Commonly, this term is conceptualised in terms of family structure and 
composition.  However, families in contemporary societies are like to interpret the 
term ‘family’ in a broad range of ways.  Aspin (1994) argues that the beginning stage 
of the life cycle for families, in whatever form they take, is about the understanding, 
negotiating, and development of the composition to embrace the concept of ‘family’.  
These elements impact on the cyclical stage of family development particularly when 
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there is a child with a disability and either blended, step and genetic siblings (Strohm, 
2002). 
The ‘expanding stage’ of a family life cycle has many overlapping sub-stages 
that are subject to change, depending on the transitional phases of children’s 
developmental stages.  These can include pre-school, primary, secondary and post-
secondary educational stages.  During these educational transitions, increasing 
demand is placed on financial and parental resources.  In addition, there is a need 
for parents to understand that peer and school influences may become more 
influential in the lives of their youth.  These transitions and influences are embedded 
throughout the developmental trajectory into adolescence and adult life.  The 
‘expanding stage’ of the life cycle places the greatest demands on human and non-
human resources, with the biggest impact being on critical decision making about the 
allocation of resources, expected roles and responsibilities, and education and 
achievement of both individual and group goals. 
The ‘contracting stage’ is the stage when adult children leave home to develop 
their lives and gain financial independence.  However, this stage may not necessarily 
occur for families of children with disabilities, since the care and support for an adult 
with a disability will remain as a high demand responsibility for ageing caregivers.  
The sibling’s role within the family can contribute to regular supportive conditions for 
caregivers as well as the youth with disability.  This allows for adjustment and 
adaptation of family roles throughout the ‘contracting stage’ due to the support needs 
of the person with a disability affecting family members (Aspin, 1994; Strohm, 2002, 
Eccles, Lord & Buchanan, 1996).  Although parents need to contract their parental 
role to allow for independent living for their adult children, it is difficult for persons 
with disabilities and their families to adapt to the additional requirements that 
independent living requires.  The role of the sibling, which may have included caring 
responsibilities as children, will impact on the expectation of caring for or supporting 
their disabled sibling across the adult years. 
Considering the nature of family composition in Australian contemporary 
society, this study would expect to involve families comprising single or two-parent 
families, and, to a lesser extent blended families.  However, the expectation is that 
the functions and roles of family members remains relatively stable over the lifestage 
of individuals within a given family group, thereby contributing to the development of 
the youth’s social behaviour in a particular way as they mature.  This study will focus 
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on the ‘expanding stage’ of the family life cycle, when children are engage more with 
their communities and broader society (e.g., within educational contexts and 
community services).  The increasing intricacy of family dynamics, relationships and 
youth developmental trajectories, and how they impact on the capacity of the family 
to negotiate and manage this stage is complex. 
 
 CARER BURDEN 
Caregivers of children with developmental disabilities have been shown to 
experience caregiver burden because of increased time spent with the child, 
increasing coordination of health-related issues, as well as financial and occupational 
constraints (Bourke-Taylor, Pallant, Law & Howie, 2012).  Miodrag and Hodapp (2010) 
observed that caregivers (predominantly mothers) of children with disabilities report 
high levels of caregiver burden, perceived stress, and other symptoms related to 
depression; these outcomes are associated with the extensive demands that need to 
be met by those who care for children with disabilities in terms of both time and 
finances.  Of particular relevance to the current study is the work of Sawyer, Bittman, 
La Greca, Crettenden, Borojevic, Raghavendra, & Russo, (2011) who found that 
mothers of children with CP spend a substantial amount of time in caregiving 
activities, and that a significant relationship exists between caregiving and time 
pressures for other activities or pursuits.   
Research indicates that the development of lower back pain in mothers with 
children with physical disabilities negatively impacted on their mental health with 
increasing depressive symptoms, therefore reducing their QoL (Kaya, Unsal-
delialioglu, Ordu-Gokkaya, Ozisler, Egun, Ozel & Ucan, 2010).  Similarly, Cheshire, 
Barlow and Powell (2010) observed that caregivers of children with CP had higher 
anxiety levels, depressed mood and lower satisfaction with life.   
The impact of continual stressors on the physical health of caregivers has long 
been recognised.  For example, a general adaptation model (alarm, resistance and 
exhaustion) has been used as a framework to determine the adverse effects of the 
caring role on caregiver health (Miodrag & Hodapp, 2010).  The influence of 
adaptation to stress and a state of high alert with constant activation, leads to 
significant impact on the cardiovascular, immune and gastrointestinal systems.  Such 
constant activation was found by Miodrag and Hodapp (2010) to have had an impact 
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on parental mental health and was associated with the duration of care and the 
caregivers’ marital status.  Caregiver health was also correlated with aspects of the 
care recipient such as behavioural problems and the unpredictability of their disability 
trajectory.  Caregivers’ functioning can be affected by behavioural characteristics of 
their children with disabilities, whereby their sense of competence as caregivers in 
managing these behaviours could be an important factor in determining their capacity 
to function well (Miodrag & Hodapp, 2010).  Caregivers of children with chronic health 
conditions were twice as likely to report their own chronic conditions, limitations in at 
least one domain of activity, elevated depressive symptoms, low levels of sleep, 
reduced socialisation and fewer leisure activities.  Health problems can reduce a 
mother’s ability to provide care, hinder parent-child relationships and more broadly 
constitute a major public health concern (Miodrag & Hodapp, 2010).  Most vital during 
transitional periods is specific interventions that support the family as a whole 
(Ketelaar et al., 2008).  These interventions could include supporting logistic issues 
around transport; accessing community generic programs such as sporting groups for 
the youth (including access to a support person); and accessing respite services. 
 
 ADOLESCENCE AND DEVELOPMENT 
At the commencement of adolescence, a number of physical changes occur.  
These changes are regulated by genetics and hormones.  One of these changes is 
associated with the development of sexual maturity during puberty, when the 
reproductive system matures and sexual characteristics such as facial hair or breast 
enlargement occur.  At this time, an adolescent’s growth undergoes a marked 
acceleration, with body proportions changing and height and weight increasing 
dramatically.  This growth rate generally continues for two to three years and begins 
earlier in girls than in boys.  During puberty, as muscle growth increases, there is a 
corresponding increase in strength.  With considerable energy needed to maintain 
this rapid growth rate, there is a correlating increase in nutritional intake (Dworetzky, 
1990).  Malnourished adolescents may experience delayed puberty and poor physical 
growth (Rosenbaum et al., 2007).  Further to the numerous physiological changes 
that occur during this lifestage, stressors are placed on family and peer relations.  
These stressors are soon followed by adaptation to a new norm (Erikson, 1963).  
Changes taking place within an educational context follow a comparable adaptation 
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sequence (Graber, Brooks-Gunn & Peterson, 1995; Bore & Fuller, 2007; Howe & 
Richards, 2011). 
Changes in cognitive processes occur during adolescence such that thinking 
processes move from concrete to logical and abstract thinking.   As cognitive 
processes mature, the youth begins to respond to the world and its conventions in a 
more comprehensive way.  The youth’s concept of morality becomes more 
sophisticated.  With so many conflicts and decisions to face during adolescence, it is 
no wonder that the journey through puberty to adulthood is seen to be such a 
challenge for caregivers.  Erikson (1963) defined this period as one of role confusion 
versus identity with the youth developing a sense of role identity, especially in terms 
of selecting a vocation and future career.  Furthermore, the youth is confronted with 
the task of developing an acceptable, functional and stable self-concept (Erikson, 
1963).  In other words, the youth needs to maintain a meaningful connection with 
the past, establish relatively stable goals for the future, and keep up adequate 
interpersonal relationships in the present in order to feel that he or she has an identity 
(Bore & Fuller, 2007; Howe & Richards, 2011). 
 
 ERIKSON’S LIFESTAGE MODEL 
Erikson (1963) argues that that each of the eight stages of psychosocial 
development, described in Table 2.1 below, represent a period within the ‘life course’ 
when individuals are faced with social conflicts that must be resolved.  Failure to 
resolve these conflicts may lead to unhealthy development (Dworetzky, 1990).  Unlike 
Freud, Erikson does not believe that failure at any stage has unalterable 
consequences.  Erikson (1963) argues that setbacks at any stage of psychosocial 
development can be overcome with suitable attention, care and love, therefore 
emphasising the lifespan of an individual.  This study is positioned within Stage 4, 
Industry versus Inferiority, and Stage 5, Identity versus Role Confusion, of Erikson’s 
psycho-social stages of development. The study uses Erikson’s model as this model 
has been used widely in studies of lifespan development. 
 Industry versus Inferiority – Stage 4 
In Stage 4, (Industry versus Inferiority), children should be encouraged to 
produce things and to complete the activities they have initiated; they master 
important cognitive and social skills and it is through these efforts that a sense 
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of industry is attained.  During school age, children leave their home 
environment and learn to interact with peers in a social environment and 
develop social relationships and friendships.  Intellectually, they develop 
concrete operations, learn new skills, and begin to self-evaluate by comparing 
themselves with others.  Conflict arises among school children who are often in 
competition with their peers.  Successful resolution at this stage leads to the 
ego strength of competence and exercise of intelligence and skill in the 
completion of tasks, unimpaired by feelings of inferiority.  Disability during the 
school-age childhood years may lead to disruption of school attendance and 
peer play and thus can interfere with academic performance, peer acceptance, 
friendships at school, self-confidence and psychological wellbeing.  Attempts to 
shelter the child from these emotions may lead to increased social isolation and 
reduced self-confidence, as the child may not be given the opportunity to assess 
their potential or to develop important social skills (Falvo, 2005).  It is therefore 
critical that participation in social activities and relationships are supported.  
These types of social interactions prepare the adolescent for the next lifestage, 
including possible peer rejection. 
 Identity versus Role Confusion – Stage 5 
Erikson (1963) defines Stage 5 (Identity versus Role Confusion) as 
concentration of an adolescent worldview and reliance on the successful 
production and initiation through the Stage 4.  Success in Stage 4 develops 
good problem solving skills, and the development of a unique identity for the 
youth.  During stage 5, adolescents are commencing transitioning to adulthood.  
Their physical bodies mature and they begin to explore their sexuality and 
sexual feelings and behaviours.  Peer relationships, physical appearance and 
attractiveness to others are a primary concern, and adolescents begin to 
question family norms and explore their own values and belief systems.  
Research suggests that this may result in rebellious behaviours and attitudes 
(Glover-Graf, 2012). 
Developmentally, adolescents strive to gain a sense of individuality and 
independence.  Adolescents may suddenly feel as if their impulses have a will 
of their own, and rapid growth at puberty creates a sense of identity confusion 
(Erikson, 1963).  Although growth and change occurs rapidly at this stage, angst 
also has a considerable impact as adolescents try to identify with their peers.  
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At this stage they attempt to emulate people they idolise, which is possibly part 
of the normal preparation for advancement into the young adult years.  Erikson 
(1963) argues that successful role identity, through experimentation with role 
models and peers leads to intimacy and the development of close relationships 
in the next psychosocial stage.  Denial of the impact of disability or of imposed 
restrictions can be a mechanism used to feel more connected to their peers, 
but this can also lead to non-compliance and have detrimental effects on health 
(Falvo, 2005). 
The conflict in Stage 5 (Identity versus Role Confusion) of Erikson’s model, is 
evident within family constructs allowing for the adaptation and adjustment to 
roles and expectations for all family members.  This conflict therefore leads to 
increased opportunities for social and self-determination skills for the youth 
(Pierson, Carter, Lane & Glaeser, 2008).  Determinations made about how well 
a family is able to navigate this adaptation phase is dependent on the ability of 
a family to cope with life’s multiple stresses and transitions as a group and 
individually (Field, Hoffman & Posch, 1997). 
  In reviewing the needs of adolescents with disabilities as they transition into 
adulthood, authors identify having high self-esteem and a positive social orientation 
as being beneficial for youth in negotiating this transition successfully (Field, Hoffman 
& Posch, 1997).  Likewise, living in a warm and cohesive family with supportive but 
not overly protective parents, having adequate social supports including friends with 
and without disabilities, being a contributing family member with chores and 
responsibilities, and having previously successfully coped with stressful experiences 
assist youth through this transitionary period (Glover-Graf, 2012). 
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Table 2.1 
Modified Erikson’s Stages of Psychosocial Development 
Period of time Psycho-social conflict 
Modified description of 
each stage 
Infancy Basic trust versus mistrust 
Required environment for good 
development. 
1-3 
years 
Autonomy versus shame or 
doubt 
Independence and autonomy 
developing. 
3 – 5 ½ 
years 
Initiative versus guilt Development of initiation skills. 
5 ½ -12  
years 
Industry versus inferiority Competence and learning. 
Adolescence 
Identity versus role 
confusion 
Self-identity and development 
of personal roles. 
Early adulthood Intimacy versus isolation Relationships and friendships. 
Middle adulthood 
Generativity versus 
stagnation 
Adult growth and purpose. 
Later adulthood Ego integrity versus despair Wellbeing and integrity. 
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 ADOLESCENT TRANSITION 
Halpern (1994; p.  24) defined the transition from school to post school settings 
as: 
[…] a change in status from behaving primarily as a student to assuming 
emergent adult roles in the community.  These roles include employment, 
participating in postsecondary education, maintaining a home, becoming 
appropriately involved in the community, and experiencing satisfactory personal 
and social relationships.  The process of enhancing transition involves the 
participation and coordination of school programs, adult agency services, and 
natural supports within the community.  The foundations for transition should 
be laid during the elementary and middle school years, guided by the broad 
concept of career development.  Transition planning should begin no later than 
age 14, and students should be encouraged, to the full extent of their 
capabilities, to assume a maximum amount of responsibilities for such planning. 
The above definition relates to the transition from school to post-school life.  
There is a dearth of information in the transition literature about people with 
disabilities who are transitioning from primary to secondary school.  As such, Halpern’s 
(1994) definition is the closest work completed to date for this population.  Some 
crucial elements would appear to apply to any transitional phase as guiding principles: 
(1) the coordination of all stakeholders; (2) the participation of the individual and 
their family; (3) a comprehensive planning phase; and (4) communication amongst 
stakeholders.  These principles are considered to be foundational to planning for 
individuals with disabilities at any stage of life, and are arguably able to be translatable 
to the adolescent stage.  The above definition could equally be applied to a range of 
transitional contexts and populations. 
Adolescence, and particularly early adolescence, is a period where multiple 
changes and transitions occur.  Often these changes and transitions are rapid and 
profound, and involve the complex and interrelated biological, psychological and 
social characteristics of the person.  Due to the nature of the ’idea’ of transitions of 
children throughout pubertal development into adolescence, particular emphasis has 
been placed on this transitional phase and the domains of schooling, peer and parent-
child relationships and cognitive abilities within a developmental framework (Graber 
& Brooks-Gunn, 1995).  It is also widely understood that the individual and their 
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families are significant stakeholders in all transitions within the developmental period, 
and thus need to participate in the process (Wehmeyer & Webb, 2012).  There has, 
however, been little attention paid to this specific transitional phase for youth with 
disabilities and their families.  Lifestage transitions for children with disabilities are 
especially important for the child and their family, for ensuring that the person is able 
to develop the appropriate roles and skills that can contribute to experiences that are 
expected of individuals living within a community context. 
The transition from the developmental years into adult life has been a primary 
focus for researchers over the past two decades, with resultant knowledge generally 
being translated into practice (Binks, Barden, Burke & Young, 2007).  Furthermore, 
significant movement towards an evidence-based approach has been central to early 
intervention strategies for children with disabilities.  Of these interventions, skills 
development and knowledge gain for the individual and families are crucial.  The 
transition into adolescence from childhood can be seen as a prerequisite for the 
transition into adult life.  However, there has been an absence of research 
investigating this transitional lifestage for this particular population. 
This study focuses on the transitional period for youth with a primary physical 
impairment through the transitional developmental years, encompassing the move 
from primary school to secondary school and its associated effects on the individual 
youth and their caregivers.  Research that investigates individuals with disabilities and 
the involvement of family at this stage of life is limited.  Therefore, it is crucial to 
explore the nature of these issues, from multiple perspectives, through the 
involvement of the individual with a physical impairment and members of his or her 
family.   
In this chapter, the relevant research from the diverse fields of disability, in 
particular CP, family and child development have been reviewed.  As this doctoral 
thesis is concerned with the impact of the transition from primary school to secondary 
school on youth with physical impairment and their families, it is necessary to explore 
a number of distinct bodies of literature.  The literature relevant to the subject matter 
of this thesis includes theoretical and epidemiological information, family systems, 
models of disability, as well as adolescent and development and educational 
transitions.  A gap in the existing literature is highlighted by the need to review 
publications from such diverse topic areas. 
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The transition phase between childhood and the adult years is a vital period for 
all children; however, it is a critical stage for youth with disabilities and their 
caregivers.  This transitional phase establishes the psychosocial skills needed for a 
successful adult life.  It is crucial that facilitative parental relationships are available 
and supportive for the adolescent.  Antle, Mills, Steele, Kalnins, & Rossen, (2008) 
propose that parents perform three main functions.  These functions include: 
promoting healthy behaviours and nutrition; fostering opportunities for friendships, 
an active social life and productive future; balancing independence and safety and 
attending to energy conservation to support adolescents with physical disabilities to 
participate in school and social lives and socialise with others. 
Transition can be regarded as the continuity of experiences that children have 
between periods and spheres of their lives.  These periods and spheres are critical 
links in the life of a child and family living with disability (Kagan & Neumann, 1998).  
The notion of transitions over strategically critical lifestages has been discussed in 
various forums over many years.  However, facilitation of these changes is still 
relatively poorly conducted for children with disabilities and their families (Graber & 
Brooks-Gunn, 1995; Gillison, Standage & Skevington, 2008; Holmbreck & Devine 
2010) 
Disagreements between parents and offspring during adolescence are 
associated with adolescent identity exploration (Gillison, Standage & Skevington, 
2008).  Re-alignment of the parent-adolescent relationship towards cooperation and 
mutuality is more likely to occur when adolescents are provided with opportunities to 
express how their opinions differ from others in the family, particularly when they are 
allowed to do so in a context of familial connectedness (Erikson, 1963).  Beneficial 
outcomes relating to conflict between caregivers and adolescents include the 
adolescent learning and practicing conflict resolution skills, conflict expression and 
assertive behaviours, as well as assisting in the development of role taking skills 
(Holmbreck & Devine 2010). 
Factors associated with individual differences in the experience of transitions 
include the individual’s development prior to the transition, the timing of the transition 
within the individual’s life course, and the interaction of the transition and 
psychological experience of it within the social environment (Graber & Brooks-Gunn, 
1995).  Available literature suggests that the transition from primary schooling 
environments to middle/secondary school environments occurs at a time when most 
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young adolescents are also experiencing the physical, psychological and social 
changes associated with adolescence, including new role demands presented by 
teachers, caregivers and peers (Eccles, Lord & Buchanan, 1996).  Psychological 
development during the adolescent transition entails identity issues, peer orientation 
and self-consciousness.  Additionally, sexuality, relationships and increased in desire 
for autonomy (Gillison, Standage & Skevington, 2008) are key indicators for adapting 
and adjusting to an educational context.   
Considering Antle and colleagues’ (2008) identification of the three 
aforementioned parental functions, there are significant barriers for parents of 
children with physical impairments that impede parental capacity to perform these 
functions.  The many difficulties faced by families of youth with physical impairments 
which are associated with factors such as transport, friendships, health concerns 
(youth and parent), and safety issues, impact significantly on the capacity of parents 
to support the youth.  These supports include developing strong and supportive 
friendships with peers and exploring independent opportunities.  The nature of the 
complexity of CP is explored in Section 2.5.   
 
 THE CHANGE FROM PRIMARY TO SECONDARY SCHOOL 
The transition from primary to secondary school occurs at a time when most 
youth are experiencing the physical, psychological and social changes associated with 
adolescence, including new role demands from caregivers, peers, educational 
contexts and environments.   A range of transitions (i.e., early childhood and into 
adulthood) have been widely researched within North America and Canada for at least 
30 years.  Transitions research has been driven by specific legislation (e.g., Individuals 
with Disabilities Education Act – IDEA) and funded program developments (e.g.  Head 
Start).  The Head Start program was initially developed to provide comprehensive 
early childhood education, health, nutrition and parent involvement services to low-
income children and their families.  This program was originally developed in the mid-
1960s to support those children who needed ‘catch up’ and prepare for their 
integration into formal education.   
These strategies used within the Head Start program were initially designed to 
assist children from low socioeconomic communities to transition effectively within 
educational settings.  Contemporary iterations of the Head Start program form the 
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basis of legislative requirements targeting vulnerable populations such as children 
with disabilities, migrant and seasonal worker families and, more recently, homeless 
children of all ages.  The United States Department of Health and Human Services 
(Head Start Impact, 2010) has regularly evaluated the outcomes of the program, 
which demonstrate good gains for individual children as a direct result of the program.  
The benefits have been found to fade, however, once these children are embedded 
within traditional schooling contexts (Fryer & Levitt, 2004; Head Start Impact, 2010).   
A wide range of contemporary research has been undertaken within the area of 
transitioning from youth into adult life, based on legal age and lifestage  (Betz & 
Redcay, 2002; Betz, 2002; Annable et al., 2003; Mihaylov et al., 2004; Baltodano, 
Mathur, Rutherford, 2005;).  Predominantly, early transition to adulthood studies 
focused on the move from paediatric to adult health services (Reiss & Gibson, 2002).  
Some studies have produced demographic information and identified barriers that 
impact on the person becoming an adult and the notion of his or her capacity to 
understand legal requirements and ability to navigate life within an adult context 
(Chambers, Hughes, & Carter, 2004).  Some research on transition from an 
educational context to adult life found that many services ceased once schooling is 
finished.  Ultimately, it appears that structural differences between services create 
the need for the individual to adapt to a changing service environment, rather than 
individuals living with the disability determining for themselves what their needs 
actually are.  However, little contemporary research has been conducted that 
investigates the needs of children with disabilities as they transition to a secondary 
school environment, particularly within the context of Australia.   
Research shows that advances made by those children embedded within formal 
early childhood environments, such as Head Start Kindergarten and preparatory 
programs within primary school contexts, struggle to maintain the educational 
momentum established in the later primary years (Wallis & Barrett, 1998; Vaz, 
Parsons, Falkmer, Passmore & Falkmer, 2014).  This is due to a shift in educational 
focus, curriculum changes, the need to use more complex organisation skills to 
manage time and scheduling changes, specific requirements for assessments, with 
individual and family protective factors such as good health, hobbies and interests, 
extended family networks, parental education and socioeconomic factors and risk 
factors such as poor health, disability, physical or mental illness, parental substance 
abuse parental stress and poor parent child interaction (Topping, 2011) also affecting 
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youth transitions (Graber & Brooks-Gunn, 1995; Topping, 2011 and Jones et al., 
2009).  Environmental concerns such as moving to a larger school and working to a 
flexible and changing routine become problematic for children who are already 
struggling with educational demands (Kagan & Neumann, 1998).  These 
environmental changes can include teacher confidence in their ability to teach all 
children in their classes, teacher–student relationships, and classroom decision 
making (Eccles, Lord & Buchanan, 1996).   In particular, Eccles, Lord and Buchanan 
(1996) note that low achieving students are at risk when they move to less facilitative 
classroom environments after the transition to secondary school.   
Research shows that differences in the impact of this transitional phase could 
be accounted for by individual differences, but that negative effects were 
commonplace in the initial phases of this transition (Eccles, Lord & Buchanan, 1996).  
Adverse effects on academic motivation, behaviour and self-perception were 
observed.  The need to manage two major lifestage transitions (educational and 
developmental) concurrently added to the negative effects.  The authors also 
identified that these negative changes were more likely in girls than boys, as a girls’ 
transition into puberty is generally earlier than that of boys.  Individual psychological 
and family protective and risk factors, as identified above, also affect youth 
transitions.   
It has been noted that typically developing youth respond to this transitional 
period with an initial decrement in adjustment, suggesting initial self-evaluations are 
poor during transitions due to feelings of incompetence or being overwhelmed 
(Graber & Brooks-Gunn, 1995).  However, as a youth adapts to the new roles and 
contexts within which they are placed, these feelings change and the ability to cope 
with such contexts improves (Repetto, 2012).   
Having briefly examined the literature on this lifestage transition for typically 
developing youth, the following section discusses the small body of literature that 
examines the transition to secondary school in children with developmental 
disabilities.  Transitions can trigger significant periods of increased stress for families 
of children with developmental disabilities, which increase the difficulty of coping with 
change within and between various settings (Repetto, 2012).   
It is apparent that this transitional period coincides with the pubertal changes 
and as such the impact on children is two-fold, with significant concerns of caregivers 
with regards to developmental milestones and academic, social, QoL and ultimately 
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financial, educational and vocational outcomes for the youth.  Although there is 
substantial evidence of the impact of the transition from primary to secondary school 
for typically developing children (Zeedyk et al., 2003), there is little current research 
on transitions for youth with a disability.  Children with disabilities are likely to 
experience similar, if not greater, impacts because of the additional layer of 
complexity that comes with having a disability (such as mobility, speech, navigating 
the environment).  Although there has been considerable research in typically 
developing youth and economically disadvantaged populations transitioning through 
educational contexts, such as into early childhood environments and out of school to 
adult life (Betz, & Redcay, 2002; Betz, 2002; Annable et al., 2003; Baltodano, Mathur, 
& Rutherford, 2005;), there is a paucity of research into the impact of the transition 
to secondary school on the QoL of youth with disabilities and their caregivers (Jones, 
et al., 2009).  This is particularly the case with respect to disabilities associated with 
CP.  No studies were located that have investigated the impact of the transition into 
secondary school on youth with CP and their caregivers and siblings.  The bulk of 
research is limited to early intervention and adulthood transitions.   
 
 CURRENT RESEARCH AND GAPS IN KNOWLEDGE  
Research related to transitional phases in life for individuals with disabilities has 
predominantly focused on the early childhood to school transition (Schiscka, 
Rawlinson & Hamilton, 2012; Trodd, 2012; Margetts & Kienig, 2013) and adolescent 
to adult transition (Wehmeyer & Webb, 2012; Kripke, 2014 and Gaumer-Erickson et 
al., 2015).  However, apart from a few notable exceptions within the educational 
context that have examined typically developing children transitioning to secondary 
school (Barber, 1999; Galton, Gray & Rudduck, 2003; Bore & Fuller, 2007; Howe & 
Richards, 2011), little research has examined the period of primary to secondary 
school transition for youth with disabilities.  In particular, there is a dearth of 
knowledge on the wellbeing of parents and siblings as they support a youth 
encountering transition.  A number of researchers have identified this gap in the 
literature (Rosenbaum, et.  al., 2007; Jones, et al., 2009).  Transitional periods 
between schooling environments are regarded as key time points for children (Bore 
& Fuller, 2007; Howe & Richards, 2011), and yet little is known about the primary-
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secondary school transition for children with disabilities and the effect of this particular 
transitional stage on themselves and their caregivers.   
This study seeks to identify precursor issues for caregivers and youth prior to 
the major transition into adulthood.  It will explore the experiences and perspectives 
of caregivers caring for children with CP undergoing the primary to secondary school 
transition within the context of simultaneous transition from childhood to adolescence 
within an Australian context.  This research therefore addresses a gap in the literature 
relating to the interactions of these particular transitions with the concurrent presence 
of a complex developmental disability. 
Key research questions that arise from gaps in the extant empirical literature, 
and which the current study has the capacity to answer, include: 
1. What is the QoL of caregivers of youth with CP prior to and after the 
transition?  
2. Does the QoL of caregivers decrease over the period of the transition? 
and 
3. What is the QoL of youth with CP prior to and after a transition from 
primary school to secondary school? 
4. What is the scope for developing a tool which may assist youth and 
caregivers at this transition?  
 
 CONCLUSION 
In this chapter, the literature related to transitioning within educational 
contexts, carer burden, siblings and family systems were reviewed.  The chapter 
highlights the scarcity of literature related to the impact of lifestage transitioning to 
secondary school for youth with disabilities and their caregivers.  Most of the existing 
literature on transitions focuses on typically developing children.  Few studies were 
located that examined transitions for children with developmental disabilities, of which 
most focused on early transitions (from preschool to primary school) or otherwise on 
the transition from high school to adulthood.  Although it has been demonstrated that 
transitions can affect the family unit, few studies have examined the wellbeing on 
both the caregivers and the youth with disability during this transitional period.   
 Transition for youth with physical impairment and the impact on them and their families                   57
This chapter explored the relevant literature as it relates to CP, parents of 
children with disability, siblings of children with disabilities and transitions.  Whilst it 
was important to touch on the issue of siblings and their role in the family, it is noted 
that specific examination of siblings was outside the scope of the current research.  
Chapter 3 outlines the theoretical frameworks of relevance to this study.  Chapter 3 
commences by discussing the dominant models of influence in the disability field and 
subsequently describes the theoretical frameworks which underpin this thesis.   
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Chapter 3: Models and Theoretical 
Frameworks 
Chapter Three outlines the theoretical framework used to underpin this research 
study.  This framework encompasses biomedical, psychological and social factors as 
they relate to the lifestage transition of youth with CP and their caregivers.  Discussion 
will focus on models of disability practice over time (including medical, developmental 
and social models).  Additionally, discussion of Bronfenbrenner’s ecological model, as 
well as the Bridges of Transition and ICF will be conducted.  The latter is contemporary 
a framework that is commonly used for determining and understanding the impact of 
disability on an individual. 
The disability field has been evolving over the past century.  Major shifts in 
philosophy over the past 30 to 40 years have seen people with a disability move from 
institutional to community settings where affected individuals are able to thrive within 
their own communities.  These shifts have been accompanied by increased 
professionalisation and influence of non-medical/health elements on the human 
services workforce, as well as an increase in the role and influence of consumers.  
Consequently there has been a paradigm shift in both attitudes toward disability and 
the provision of services from a predominantly medical or biological approach, to an 
approach that emphasises consideration of the social and environmental contexts of 
persons with disabilities.  The past decade has also seen international agencies such 
as the WHO, update their understanding of disability practice with the WHO 
developing a model of functional classification to make explicit a holistic approach to 
the understanding and classification of disability and its impact on the individual.  
Although Bronfenbrenner’s ecological model was developed in 1979, it remains 
relevant to contemporary understandings of adolescent development and family need 
during this transitional phase, as does Erikson’s Lifestage Model (1968).  These 
models provide a context from which to explore factors that impact on youth during 
this stage of life. 
Chapter 3 outlines the dominant models that have influenced the field of 
disability over the past 100 years.  This discussion provides historical context to 
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current disability approaches and practices.  Contemporary disability practice has 
been influenced by a range of models, but frameworks arising from Bronfenbrenner’s 
and the WHO have informed the research approach taken for this thesis.   
 
 MODELS OF DISABILITY PRACTICE 
In the past century, a number of models have been proposed which in 
combination, form the foundation of contemporary disability practice.  The influence 
of these models on the provision of services and supports for families who live with a 
youth with physical impairment have been significant.  Bronfenbrenner’s (1979) 
ecological model and Erikson’s (1963) lifestages model have shaped understanding 
of biopsychosocial development for children and youth as they mature into adult life.  
As such, these two frameworks have shaped the services that are provided to support 
persons with disabilities and their families.   Dominant influential models, such as the 
medical and developmental models, have historically utilised ecological and lifestage 
frameworks within a health context.  The medical model has been the principal model 
used due to the critical health and associated needs of persons with physical 
disabilities and the need for significant health interventions (i.e., surgery, 
physiotherapy, occupational and speech and language therapies, swallowing and 
feeding interventions, and pharmacological interventions) (Rosenbaum et al, 2011).  
Borne of the biomedical approach taken during the pre-World War II years, the 
contemporary medical model typically views individuals from the perspective of 
disease and illness, with the focus on ‘cure’.  The medical model continues to address 
the needs of persons who require significant health interventions as a consequence 
of the inherent characteristics of disability.  Influences from other biopsychosocial 
perspectives, such as the social and psychological aspects of interacting 
environmental contexts, including family, school and community as well as the social 
aspects of friendships and other relationships that enhance the lives of individuals 
who live with a disability, provide perspectives typically not considered by the medical 
model(Rosenbaum et al., 2011).  These perspectives intermingle with the medical 
model to form a holistic approach to the needs of individuals.   
Piaget’s well established cognitive development model attributes maturation of 
an individual to the physical and cognitive capacities of the child (Ginsberg & Opper, 
1969).  Employed predominantly within educational contexts, the developmental 
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model captures the complexity of the combination of growth and maturity, 
experienced by all, and the facilitation of the development of competence throughout 
this maturation process (Ginsberg & Opper, 1969).  All children are born with the 
capacity to learn and develop skills; however, the presence of a disability constrains 
the capacity of an individual to develop competence in typical ways.  Medical and 
developmental models have enabled significant progress to be made for persons living 
with disabilities.  These models assist with informing good outcomes for persons who 
live with disabilities, in particular children, including being able to develop along 
standardised trajectories, in addition to receiving appropriate and required health 
interventions (WHO, 2001).  Diverse social justice reforms in the post-Vietnam war 
era provided a platform for reformation of understanding disability and its impact on 
the life of an individual. 
Social justice reforms of the 1970s and 1980s provided an impetus to reconsider 
the manner in which persons with disabilities were perceived by public systems and 
society in general.  Similarly, ‘normalisation’ and ‘social role valorisation’ ideologies 
(Wolfensberger, 2011) were emerging that contributed to the budding international 
civil rights movements, internationally.  The development of the International 
Classification of Diseases (ICD) and Diagnostic and Statistical Manual (DSM) was 
finalised with structures for managing and understanding the impact of illness and 
disease on an individual.  The development of a complementary system of disease 
classification to support the interpretation of the impact of disease and disability on 
the individual was fundamental to the evolution of how persons with disabilities could 
be best supported.  The International Classification of Impairment, Disability and 
Handicap (ICIDH) provided a framework for understanding the impact of the social 
environment on the lives of people with disability (Ronen & Rosenbaum, 2013). 
Despite the advantages of this type of classification in terms of recognising 
important social elements such as activities and participation, a number of limitations 
were apparent.  These included the classification of a person across three domains: 
(a) impairment; (b) disability; and (c) handicap.  Impairment is considered to occur 
at the level of the physical system, requiring specific assessment of abnormality in 
functioning for a given individual.  Disability is concerned with functional performance 
or activity, and the limitations imposed by particular disabilities and their effects on 
the whole person.  Handicap focuses on the person as a social being and reflects the 
interaction with and adaptation to the person’s environment.  The early framework 
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relied heavily on the medicalisation of disability and the subsequent impact of the 
disability burden and how it limits a person’s capacity to participate in activities.  The 
model did not provide a holistic understanding of the person’s interaction with their 
environment.   However, these flaws meant that further development of the 
understanding of the impact of disability on an individual was critical, in particular for 
persons with clear developmental, social and health needs.   
The concept of disability sits at the intersection of many overlapping disciplines 
in the humanities, sciences, and social sciences.  The medical model was the 
predominant model during the twentieth century, until the 1970’s.  The medical model 
focuses on the individual's limitations and ways to reduce those impairments and 
tended to stress a curative approach or using adaptive technology to adapt them to 
society (Rosenbaum, Jaffer, Russel, Law, King, Hanna, & Plews, 2005).  Among 
advocates of disability rights, who tend to subscribe to the social model instead, the 
medical model of disability is often cited as the basis of an unintended 
social degradation of disabled persons (Betz, & Redcay, 2002). Furthermore, 
resources are seen as excessively misdirected towards an almost-exclusively medical 
focus when those same resources could be directed towards universal 
design and societal inclusionary practices such as the monetary and the societal costs 
and benefits of various interventions, be they medical, surgical, social or occupational, 
from prosthetics, and medical tests such as genetic screening or preimplantation 
genetic diagnosis.  Often, a medical model of disability is used to justify large 
investment in these procedures, technologies and research, when adaptation of the 
disabled person's environment might ultimately be more beneficial to the society at 
large, as well as financially cheaper and physically more attainable (Ronen & 
Rosenbaum, 2013).  Additionally, some disability rights groups see the medical model 
of disability as a civil rights issue (Wolfensberger, 2011), and criticise charitable or 
medical initiatives in their portrayal of disabled persons, because it promotes 
a pitiable, essentially negative, largely disempowered image of people with 
disabilities, rather than casting disability as a political, social and environmental 
problem.   
In 1980 the World Health Organization (WHO) introduced a framework for 
working with disability, publishing the "International Classification of Impairments, 
Disabilities and Handicaps".  The contemporary model, the International Classification 
of Functioning, Disability and Health (ICF), published in 2001, defines disability as an 
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umbrella term for impairments, activity limitations and participation restrictions.  
Disability is the interaction between individuals with a health condition (e.g.  CP, Down 
syndrome and depression) and personal and environmental factors (e.g., negative 
attitudes, inaccessible transportation and public buildings, and limited social 
supports).   
The most contemporary instrumental model for disability practice is currently 
the ‘Social’ model, which has been influential in international best practice for working 
with people with disabilities (Gorter, Stewart, & Woodbury-Smith, 2008).  The social 
model considers the concept of ‘disability’ within the context of an individual’s 
interaction with their environment and societal constructs within that environment 
(i.e., physical, attitudinal and communication barriers).  A social model of disability 
does not negate the reality of a person’s disability/impairment, it seeks to change 
social constructs to accommodate person’s living with a disability rather than 
attempting to change the person to accommodate society (i.e., universal design in 
the physical environment; societal understanding of disability; and access to 
education, health services) (Ronen & Rosenbaum, 2013).  The social model supports 
the view that all persons have the right to be fully participating citizens on an equal 
basis with others.  To this end the social model of disability is now the internationally 
recognised way to view and address ‘disability’.  The United Nations Convention on 
the Rights of Persons with Disabilities (UNCRPD) marks the official paradigm shift in 
attitudes towards people with disability and approaches to disability concerns.  Table 
3.1 illustrates a chronology of general disability practice and societal attitudes to 
disability for the past two centuries. 
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Table 3.1.   
A simple chronology of disability and change demonstrates the conflicting progress in medical, scientific and legal breakthroughs in comparison to the sociocultural treatment 
of individuals (Author’s table). 
Period of 
Time 
Events occurred 
1700s 
Early progress 
 A man with CP was a signatory to the Declaration of Independence. 
 Improved amputation techniques. 
 Institution for blind children (US). 
 Mentally ill unchained – some have been chained to walls for 30 years. 
 First Military Disability Law (US). 
 During this time, ‘idiot cages’ became common in town centres to ‘keep people with disabilities out of trouble’.  They may have served as entertainment 
for townspeople. 
 
1800s 
Continued 
progress and 
human rights 
 First Medical Classification of Mental Disorders developed – four part classification (melancholy, dementia, mania without delirium and mania with 
delirium). 
 Education for Mentally Disabled ‘wild boy of Aveyron’. 
 Mental disorders documented - published. 
 Formal Deaf Education begins in the US in 1815. 
 First Asylum for the Insane opened in US. 
 Louis Braille invents raised point alphabet in 1829. 
 1849 First Sheltered Workshop for the Blind. 
 First facility for the criminally insane opened - previously housed in hospitals. 
 1860 First steps in identifying CP - William Little determined caused by lack of oxygen at birth. 
 1861 - 1865 American Civil War - 30,000 amputations in Union Army brings disability issues to the political arena. 
 Alexander Graham Bell opens a speech school for deaf teachers in 1872 and invents telephone to assist the deaf. 
 Development of Charity Organisation Society (COS) 1869 UK.  Institutionalisation - persons with disabilities (intellectual and physical) and mental health 
problems were classified by their condition and kept in large institutional settings.  Staff were in complete control and people had no choice about food, 
clothes or activities.  Use of medical model to support individuals. 
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Period of 
Time 
Events occurred 
 
1900s 
Modern 
advancements 
and civil rights 
 Eugenic sterilisation Laws enacted in 24 states in US in 1907. 
 Great War (WWI) 1917/18 - disabled veterans and funding for rehabilitation. 
 Development of a Society for Crippled Children in Ohio - serves as a model for modern organisations. 
 Compulsory sterilisation of ‘mental defectives’ is ruled constitutional - 1927. 
 Iron lung developed for treatment of polio patients. 
 1908 - Introduction of the Invalid Pension – increase the independence of people with a disability as well as recognition as members of society. 
 1935 - establishment of the League of the Physically Handicapped - first organisation of people with disabilities for people with disabilities. 
 Predominantly charitable social work focused on alleviating poverty and homelessness. 
 Living conditions were harsh, especially in industrial areas.  Persons with physical or mental disabilities, often were put into poorhouses, or alms-
houses.  A common practice in the early 19th century was "warning out" individuals with disabilities and others considered deviant.  Warning out was 
informing the unwanted that they were not welcome in their town.  "Passing on" was another popular practice.  This entailed loading persons onto a 
cart and dropping them off in the next town. 
1940s 
 Abolition of Poor Law – social work able to support those in need without stigma of Poor Law and Workhouses.   
 World War II – eugenics movement and conduct of experiments on persons with disabilities in concentration camps.  1948 Introduction of Welfare 
State and National Assistance Act (UK).  Less focus on deserving and undeserving.  Use of medical model to support individuals. 
 Universal Declaration for Human Rights – 1948. 
 Legislation results in development of national standards for ‘barrier-free’ buildings. 
 The Australian Commonwealth Rehabilitation Service (CRS) developed post WWII. 
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Period of 
Time 
Events occurred 
 
1960s 
 The parents' movement worked on improving conditions in state institutions: creating community services, educational and employment opportunities; 
initiating legislation; and challenging the conventional wisdom that persons with disabilities could not be helped.  After years of treating people with 
‘mental retardation’ and other disabilities with guilt and shame, people began to speak about their family members with disabilities. 
 First accessibility standard published in the US and the TTY telephone system developed.   
 Ed Roberts fights rejection of admission to Berkeley University in legal battle.  He becomes the father of the Independent Living Movement. 
 Civil Rights movement of the 1960s and 1970s – questioning the distribution of power in society – birth of disability movement and anti-psychiatry/mental 
health user and survivor activity.  Social protesting exposes institutional abuses and critique of medical model in mental health and disability contexts. 
 Civil Rights Bill bypasses persons with disabilities. 
 Medicaid help for low income and the disabled in the US in 1965. 
 First International Special Olympic Games held in 1968. 
1970s 
 Union of Physically Impaired Against Segregation (UPIAS) UK.  Published Fundamental Principles of Disability in 1975 which developed the social model of 
disability.  Campaigning for independent living and rights for disabled persons. 
 Self-advocacy movement is born.  The Chronically Sick and Disabled Persons Act (1970) UK - ratifies local authority responsibility to provide support 
services. 
 1974 first convention for People First - a self-advocate organisation in the US. 
 1974 - The Last ‘Ugly Laws’ repealed - laws allowed people with disabilities to be arrested for no reason other than being disfigured or demonstrating 
some sort of disability. 
 1975 - Legislation guarantees free, appropriate public education for all disabled children in least restrictive environment. 
 Disability demonstrations to enforce legislation are increasing around issues of accessibility of services etc.   
 De-institutionalisation policies commenced across the Australian States and Territories. 
 Wolfensberger - ‘Normalisation’ and ‘Social Role Valorisation’ ideologies developed.  Both theories are embedded within disability practice and support the 
civil rights movements.  Nirje’s work parallels practice change. 
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Period of 
Time 
Events occurred 
1980s 
 1981 - The United Nations International Year of the Disabled Persons with a theme of full participation and equality. 
 Conventions on the Rights of the Child – 1989. 
 1988 Conservative Government introduces Independent Living Fund - related to increased choice and control and personalised supports in the UK.  
Promotion of the Social Model of Disability by the Independent Living Movement.  Brokerage and enablement of service delivery - increase in private 
sector to support group homes, domiciliary and day care services. 
 Disability Services Act (Australia) 1986. 
 A wide range of legislation is passed in the US to ensure that the civil and human rights of persons with disabilities are not discriminated against 
(accessible housing, transport, assistive technology etc.). 
 WHO’s Constitution came into force on 7 April 1948 - a date now celebrated as World Health Day 
 The ICIDH by WHO to provide a unifying framework for classifying the health components of functioning and disability. 
1990s 
 Americans with Disabilities Act (1990) US (IDEA) - becomes Law. 
 Introduction of the National Health Service (NHS), UK and Community Care Act (1990), UK – needs led approach.  Changes to funding arrangements for 
support services – user controlled organisations to lead the direct payment option to a wider range of populations (the aged, those with mental health 
issues and carers and parents of disabled children).  Key principles are independence, empowerment, choice and control.   
 A wide range of contextual challenges occur - sporting events, ability for kids with CP to play with local team, etc. 
 Disability Discrimination Act (Australia) 1992. 
2000s 
Paving the 
way for future 
progress 
 Human Genome Study is completed. 
 Conventions on the Rights of Perhaps with Disabilities - ratified in 2008 in Australia. 
 No Child Left behind Act (2001), US is passed. 
 History of Disability Rights enters curricula in public school in 2006. 
 Further progress in individualised funding – providing more choice and control. 
 Reforms are connected to a broad range of investigations of allegations of abuse within social support settings (Winterbourne View, UK). 
 Personal health budgets are explored – work is ongoing and the National Disability Insurance Scheme (NDIS) is legislated and transition work 
commenced – the largest major social reform for Australia since the introduction of universal medical care. 
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 MODELS 
This next section explores the following: 
1. Models of Disability Practice – medical, developmental and social models; 
2. Bronfenbrenner’s ecological theory;  
3. International Classification of Functioning, Disability and Health; and 
4. Bridges of Transition. 
These frameworks of disability practice provide context to this study.  
Understanding of the frameworks that underpin this research provides a platform for 
interpreting transitional processes and in particular the transition from primary to 
secondary school for youth with physical disabilities. 
 Medical Model 
The medical model that informs traditional approaches to disability takes the 
presumed biological reality of impairment as its fundamental starting point.  This 
biological reality is taken to be the foundation of all forms of illness and 
impairment, whether ‘mental’ or ‘physical’ (Williams, 2001).   The medical model 
was the most dominant model for understanding illness and disease in the post-
World War II period with key frameworks and policy developed to provide 
structure and organisation.  In relation to the ‘rehabilitation’ of persons with a 
disability, the focus of the intervention is on the functional limitations that the 
person has, the effect of these activities on daily living, and attempts to “find 
ways of curing, preventing or caring for disabled persons” (Williams, 2001, 
p.127).  Therefore, the medical model allowed for an interpretation of and 
support for individuals with disabilities, though initially only if they had 
conditions with clear biological manifestations, such as deafness and blindness 
(Brody, 1998).  People with severe behavioural and learning problems and/or 
those persons with mental illness were classified as ‘feebleminded’ and those 
with intellectual disability as ‘idiots’ and ‘imbeciles’ often with usually co-morbid 
conditions such as physical and sensory impairments.  As such, the treatment 
for people with disabilities was the responsibility of medical practitioners, 
because the impairment was seen to be the primary concern for focused 
rehabilitative treatments or curative interventions rather than support for the 
individual as a whole (Caplan, Callahan & Haas, 1987; Brody, 1998).  It was 
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therefore likely that persons with physical impairments were the responsibility 
of doctors and those individuals with an intellectual impairment became the 
responsibility of educators, resulting in classification of individuals as ‘educable’ 
or ‘non-educable’ (Williams, 2001). 
The medical model influenced disability policy by emphasising categorisation 
and diagnosis as the basis of treatment.  It also resulted in the preference for 
segregated institutional settings where ‘treatment interventions’ were offered 
and the requirement for certification of eligibility for services, based on 
diagnosis prior to treatment availability.  The development of revolutionary 
conceptual frameworks, such as the ICIDH (WHO, 1980), laid the foundation 
for a more explicit emphasis on environmental factors.  The ICF (WHO, 2001) 
initially provided a structure that contributed to the understanding of disease 
and illness, and, more recently with the inclusion of environmental variables, 
understanding of the impact of such disease or illness on the individual and 
their social connectedness. 
The practice of categorisation and its relationship with availability of services is 
still current across disability practice nationally, and in particular, through the 
medical, education and social services systems.  Significant emphasis is placed 
on diagnosis and treatment availability to obtain access to services within 
education.  More recently, diagnosis and treatment availability has become 
central to recent strategic national policy directives in the implementation of the 
National Disability Insurance Scheme (NDIS).  An example of this is the future 
use of standardised testing of intellectual functioning and adaptive skills to 
determine eligibility for services under a NDIS.  However, recent developments 
in understanding the impact of the environment on an individual, as discussed 
below, should allow for more effective and efficient outcomes for the individual. 
 Developmental Model 
The developmental model emerged from a growing body of evidence that all 
people with disabilities, regardless of the extent of their disablement, are 
capable of living as independently as possible, with appropriate supports relative 
to their identified adaptive needs (Albrecht & Devlieger, 1999).  It is also well 
known that persons who live with disabilities have the capacity to learn new 
skills when provided appropriate opportunities to do so.  Educational 
approaches to training persons with an intellectual disability were influenced by 
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the rising discipline of psychology, which was to eventually usurp the power 
formerly held by the medical profession (Parmenter, 2001).  In recognition of 
such learning potential, the custodial nature of institutions was regarded to be 
inappropriate.  The adoption of the developmental model (Rogow & Haberland, 
2005) predominantly based within an educative, and more recently within a 
behavioural context, represented a change in orientation towards skills 
development and habilitation that supports the development of each individual.  
The developmental model is based on three principles (Danforth, 2001): 
1. Development begins at conception and continues throughout the lifespan 
regardless of level and impact of the disability on the individual. 
2. Development progresses in a sequential, orderly, and predictable manner 
in which the skills learned at one stage of development become the 
foundation for the acquisition of skills at the next stage, but at the 
learner’s pace.  As development is sequential and orderly, it is possible to 
evaluate developmental progress. 
3. Although the potential for development is present in all people, 
development does not occur unless the opportunities to do so are present.  
Therefore the use of systematic programming maximises the individual’s 
development regardless of the level of disability. 
The developmental model is particularly relevant for children and youth 
as they mature and transition between lifestages (for example, stages 1 to 6 of 
Erikson’s stages of psychosocial development) (Erikson, 1963).   It is critical 
that all children/youth and adults are provided with the opportunities to grow 
and mature, whether they have a disability or not.   The universality of Erikson’s 
(1963) lifestages and Bronfenbrenner’s (1979) ecological model interface well 
with the developmental model of disability practice. 
 Social Model 
The social model of disability was and remains the antithesis to the dominant 
medical model of disability, which in itself is a functional analysis of the body as 
a machine to be fixed to conform to normative values.   The social model of 
disability identifies systemic barriers, negative attitudes and exclusion by society 
(purposely or inadvertently) that means society is the main contributory factor 
in disabling people (Hughes, 2010).   While physical, sensory, intellectual, or 
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psychological variations may cause individual functional limitations or 
impairments, these do not have to lead to disability unless society fails to take 
account of and include people regardless of their individual differences.   The 
origins of the approach can be traced to the 1960s; the specific term emerged 
from the United Kingdom in the 1980s. 
The approach behind the model is traced to the civil rights/human rights 
movements of the 1960s.  In 1975, the UK organisation Union of the Physically 
Impaired against Segregation (UPIAS) claimed: “In our view it is society which 
disables physically impaired people.   Disability is something imposed on top of 
our impairments by the way we are unnecessarily isolated and excluded from 
full participation in society.”  
The ‘social model’ was enhanced and developed by academics and activists in 
the UK, US and other countries, and extended to include all disabled people, 
including those who have learning difficulties / learning disabilities / or who are 
mentally handicapped, or people with emotional, mental health or behavioural 
problems.  A fundamental aspect of the social model concerns equality (Hughes, 
2010).  The struggle for equality among people with disability is often compared 
to the struggles of other socially marginalised groups.   Equal rights are said to 
facilitate empowerment and the ‘ability’ to make decisions and the opportunity 
to live life to the fullest.   
The social model of disability focuses on environmental societal change.  These 
changes might be in terms of: 
1. attitudes, for example a more positive attitude towards certain mental 
traits or behaviours, or not underestimating the potential QoL of those 
with impairments; 
2. social support, for example help to address barriers, and resources, aids 
or positive discrimination to overcome them (e.g., providing a buddy to 
explain work culture for an employee with autism); 
3. information, for example using suitable formats (e.g., Braille) or levels 
(e.g., simplicity of language) or coverage (e.g., explaining issues others 
may take for granted); 
4. physical structures, for example buildings with sloped access and 
elevators; or 
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5. flexible work hours for people with circadian rhythm sleep disorders or, 
for example, for people who experience anxiety/panic attacks in rush hour 
traffic.   
The social model of disability implies that attempts to change, ‘fix’ or ‘cure’ 
individuals, especially when against the wishes of a person, can be 
discriminatory and prejudiced (Ronen & Rosenbaum, 2013).   This 
discriminatory attitude (e.g., being told they are not as equitable as others in 
society), which may be seen as a reaction to the medical model and a subjective 
value system, can harm the self-esteem of individuals and subsequently the 
social inclusion of persons within broader society (Gaumer-Erickson, Noonan, 
Zheng, & Brussow, 2015).  Some specific ‘disability community groups’ have 
actively resisted ‘treatments’, while for example, defending a unique culture or 
set of abilities.  For example, in the deaf community, some caregivers argue 
against cochlear implants for deaf infants who cannot consent to them.   People 
diagnosed with an Autism Spectrum Disorder may argue against efforts to 
change them to be more like others.  They argue instead for acceptance of 
neurodiversity and accommodation of different needs and goals (Hughes, 
2010).   Some people diagnosed with a mental disorder similarly argue that they 
are just different and do not necessarily want or need to conform.  The 
biopsychosocial model of disease/disability is a holistic attempt by practitioners 
to address the needs of individuals (Albrecht & Devlieger, 1999).   
The social model of disability is based on a distinction between the terms 
‘impairment’ and ‘disability’.   The social model also relates to economic factors.  
For example, a person with CP may not have a specialised wheelchair to allow 
engagement in sporting activities or a person who is deaf may not be able to 
afford a hearing aid and thus become disabled due to their hearing impairment.  
The social model proposes that people can be disabled by a lack of resources 
to meet their needs (Gaumer-Erickson, Noonan, Zheng, & Brussow, 2015).  It 
addresses issues such as the under-estimation of the potential of people to 
contribute to and add economic value to society, if given equal rights and 
equally suitable facilities and opportunities as others.   
According to the social model of disability, rules, laws, means of communication, 
characteristics of buildings and transit systems, a typical workday and aesthetic 
preferences all exclude some people from participating in life’s typical routines, 
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such as school, work, civic or social life (Gaumer-Erickson, Noonan, Zheng, & 
Brussow, 2015).  When medicine and bioethics professionals discuss the 
importance of health care, urge accident prevention and promote healthy 
lifestyles, they perceive that a certain level of health and functioning serves as 
a prerequisite for the ‘normal opportunity range’ or for an acceptable life 
(Hughes, 2010).   According to recent thinking, in contrast, disability is a fact 
of human life, and thus everyone gains if societies refashion the social and 
physical world to ensure the comfortable participation of all people with their 
diverse range of capacities.  While desirable, health and medical care do not 
hold the keys to ‘normal opportunity range’ or to a satisfying life (Hughes, 
2010).  Effectively, the readjustment of social norms across a diverse range of 
contexts (e.g., health, education, community safety) places the equity of all 
persons paramount to an inclusive and engaging social composition. 
The junction of the three models of disability practice presented, namely the 
medical, developmental and social models, provide an interface for and deliver 
a holistic approach to persons with CP (or similar conditions).  However, this 
holistic approach does not negate the necessity for each model to provide its 
individual elements to support families to raise their children in a similar manner 
to typically developing children.  The medical model, although dominant for 
many decades, can be criticised for focusing on the intrinsic nature of the 
severity and intensity of the disability to the gross limitations that are a result 
of the impairment.  Similarly the social model can be criticised.  While it has 
highlighted the importance of social and economic factors, it did not sufficiently 
take in to account the health and medical needs of the individuals so that they 
are able to use an accessible environment and live a happy and good quality 
life.   The early models appear polarised in that they take a particular 
perspective, rather than providing a comprehensive approach that takes into 
account biological, social, economic and environmental considerations. 
 Summary of models of disability practice 
The abovementioned models of disability practice (medical, developmental and 
social) have been presented in a linear fashion and linked with the chronological 
aspects of the development of key international frameworks.  However, it is 
important to establish that the contemporary model of disability practice, the 
social model, does not supersede the fundamental criticality of medical and 
 Transition for youth with physical impairment and the impact on them and their families                   73
developmental approaches, in particular for children and adolescents with 
disabilities.  Children with disabilities must have access to the best biomedical 
and developmental supports available, in particular during critical periods in 
their growth and maturity; they must have universal access to the best 
educational supports available at all times across their educational development 
and they must be able to live a full life within communities that understand the 
impact of the environment on individuals.   Having presented the medical, 
developmental and social models that have influenced disability practice, the 
chapter now turns to consider Bronfenbrenner’s ecological theory. 
 
 BRONFENBRENNER’S ECOLOGICAL THEORY 
Bronfenbrenner’s ecological theory (1979, 2005) explains development in terms 
of the relationships between people and their environments, or contexts.  Such 
rationalisation attempts to classify the individual and the contextual variables that 
affect their development according to the interactions and influence on individuals 
that occurs.  According to Bronfenbrenner, the contexts of development are 
comparable to circles within circles (see Figure 3.1).  The outermost circle, or 
macrosystem (the cultural context), contains the values and beliefs of the culture in 
which a child is developing.  For example, this study is contextualised by the major 
philosophical constructs such as social role valorisation4, and most recently the 
emerging debate on the human rights of individuals and the United Nations 
Convention on the Rights of People with Disabilities (UNCRPD).  As such, recent 
national legislative funding changes, the NDIS and contemporary legislative reforms 
for the authorised use of restrictive practices (DSA [Qld], 2006) impact the broader 
cultural agenda for those individuals living with a disability. 
The next circle, or the exosystem (the socioeconomic context), includes the 
institutions of the culture that affect individual development indirectly.  For example, 
                                           
 
 
4Social Role Valorisation is a high order empirical social science theory that informs people about the relation 
between social roles that people hold and what happens to them as a result, and how to valorise (improve or 
defend) the social roles of people at risk of social devaluation (Wolfensberger, 2011). 
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within a Queensland context, this would relate to the nature of government funding 
for support to families and individuals who live with physical disabilities; the 
educational funding that supports therapeutic programs within an applied educational 
environment; funding of health based programs to access medical interventions; and 
national funding programs such as the NDIS, currently in its developmental stages, 
designed to support individuals on a needs basis to access the appropriate services. 
The mesosystem (the immediate context) includes those variables to which 
people are exposed directly, such as their families, schools, religious institutions and 
local communities.  The mesosystem is made up of those interconnections between 
these components.  For example, the specific school a child attends and the 
communication between the family and the school; the capacity of the family to 
choose the school they want their child to attend; the capacity of the school to support 
a youth with physical impairment; or the ability of the family’s religious entity in their 
local community to accept and support the family within an engaging and respectful 
manner.   Additionally, societal attitudes and the interactions between the individual 
with disability and their local and broader communities reflect the translation of the 
diversity of macro (cultural) and meso (socioeconomic) system ideologies.   
Finally, the microsystem, or personal variables such as the child’s genetic 
makeup and developmental stage and their biological context influencing their 
development, completes the model.  For example, a child with moderate to severe 
CP will experience a significantly different developmental pathway than will a child 
with mild CP.  The impact of the physical needs of the youth, and on the capacity of 
their family to support them across a wide variety of complex needs affects how well 
they are able to engage with their broader systems.  For example, the transition 
period for the adolescent will impact the mesosystem, and the reverse also occurs, 
whereby the mesosystem impacts the individual within the microsystem.   
Bronfenbrenner’s model, as seen in Figure 3.1, can be seen as an improvement 
to earlier models because it takes a more comprehensive approach by considering all 
systems that will interface with an individual and how those systems interact with one 
another.  It is also less static than other models in that it enables the examination of 
connections between systems and the impact of progress over time (McDougall, 
Wright & Rosenbaum, 2010).  The comprehensiveness of the model and its ability to 
account for the impact of connecting systems and changes over time is seen as 
justification for its use in the current study.   Specifically, this study explores the 
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impact of the individual (microsystem) and the direct and indirect influence of the 
exosystem on the individual and the family.   Additionally, this study will explore 
educational capacity to conduct strong and robust transitional plans and systems. 
 
 
Figure 3.1.  Bronfenbrenner’s Ecological Systems Model 
 
Bronfenbrenner’s model (1979) will to be used to reflect on the impact of 
disability from a range of perspectives that include the personal, family, community 
and policy perspective.  Bronfenbrenner’s ecological theory establishes the 
interconnectedness of contexts and systems that interact in complex ways to 
influence the development of maturity in the youth and the range of system impacts 
from family, community and culture. 
 INTERNATIONAL CLASSIFICATION OF FUNCTIONING 
Disability has been systematically identified as a characteristic of the person for 
a relatively short period.   Previously the presence of body or functional differences 
was considered to automatically provoke personal tragedy, exclusion or stigmatisation 
with persons with disabilities labelled as ‘handicapped’ or ‘disabled’.  Despite 
considerable advancement in attitudes and societal acceptance, it remains that there 
is limited consensus as to the determinant factors of disability, notably with regards 
to the environment.  In fact, Fougeyrollas and Beauregard, (2001) posit that there is 
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consensus on the importance of the environment but disagreement on the exact role 
this factor plays.  Notably, it is the incongruent factors of environment and person 
that resist each respective consideration. 
The International Classification of Functioning, Disability and Health (ICF and 
ICF-CY) (WHO, 2001) is the final construct that is used in the current study.   The 
ICF is a contemporary framework for assisting the understanding the impact of 
disability on individuals who live with a range of disabilities in today’s society.   The 
classification arrangement used prior to this current framework was a range of 
systems that provided a way to classify, organise and allow for similar terminology 
and funding parameters across a range of medical, psychiatric and psychosocial 
paradigms.  The International Classification of Disease (ICD) and the Diagnostic and 
Statistical Manual (DSM) provide for commonalities in terminology across medicine 
and psychiatry (Simeonsson, Lollar, Hollowell, & Adams, 2000) respectively with a 
comparable taxonomy of disability to provide a structure and organisation to 
programs and services offered.  This nomenclature was referred to as the 
International Classification of Impairment, Disability and Handicap (ICIDH), 
developed and published by the World Health Organization (WHO) in 1980.   The 
ICIDH was presented as a companion document to support the ICD to document the 
consequences of illness or injury.  It was designed to provide an integrating 
framework and a common language with potential utility for consumers, service 
providers, researchers and policymakers (Halbertsma, et.al.  2000).   
The ICIDH drew international attention to the integration of the medical model where 
the disability was seen as an individual issue and needing to be fixed and the social 
model where disability is not seen as an attribute of an individual but rather a complex 
collection of conditions, many of which are created by the social environment.  Hence, 
the management of disability requires social action, and it is the collective 
responsibility of society at large to make the environmental modifications necessary 
for the full participation of people with disabilities in all areas of social life.  The issue 
is therefore an attitudinal or ideological one requiring social change, which at the 
political level becomes a question of human rights.   To capture the integration of the 
various dimensions of functioning, a biopsychosocial approach is used, which 
attempts to achieve a synthesis providing a coherent view of different dimensions of 
health at the biological, individual and social levels.  The ICIDH brought the world’s 
attention to the identified issues, particularly as it was developed by a lead 
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international agency, the WHO.   Figure 3.2.  International Classification of 
Impairment, Disability and Handicap (WHO, 1980)  illustrates the linear presentation 
of the ICIDH framework. 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 3.2.  International Classification of Impairment, Disability and Handicap (WHO, 1980) 
 
While the ICIDH (WHO, 1980) presented a paradigm shift for thinking about 
disability, it has been criticised for positing a linear and causal relationship between 
impairment, disability and handicap as a consequence of an underlying illness or 
injury, implying a fixed sequence determining outcomes (Bickenbach et al., 1999).  
Additionally, there was criticism of its description of a social phenomenon, while 
apportioning details of the handicap to the individual’s ability and competence 
(Chapireau & Colvez, 1998).  There was such significant concern with the social 
concept within the framework by multiple authors (Chapireau and Colvez, 1998; 
Altman, 2001; Fougeyrollas & Beauregard, 2001) that a review of the ICIDH was 
considered vital.  
The current version of the ICF (WHO, 2001) has domains that are described 
from the perspective of the body, the individual and society in two basic lists: (1) 
Body Functions and Structures; and (2) Activities and Participation.   As a 
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classification, the ICF systematically groups different domains for a person in a given 
health condition (e.g., what, a person with a specific disease or disorder does do or 
can do).  Functioning is an umbrella term encompassing all body functions, activities 
and participation; similarly, disability serves as an umbrella term for impairments, 
activity limitations or participation restrictions.  The ICF also lists environmental 
factors that interact with all these constructs.   In this way, it enables the user to 
record useful profiles of the individual’s functioning, disability and health in various 
domains.  The WHO family of international classifications provides a valuable tool to 
describe and compare the health of populations in an international context.  The 
information on mortality (ICD-10) and on health outcomes (ICF) may be combined as 
summary measures of population health for monitoring the health populations and 
also for assessing the contributions of different causes of mortality and morbidity.   
The amended international framework was published in 2001.  Since its inception, 
however, it appears that the framework (WHO, 2001) lacks key refinements that 
relate to the impact of disability/disadvantage and include concepts such as: (1) 
disability in childhood; (2) priority dimensions for public health; (3) transition 
experiences; (4) defining and measuring environment and transition; and (5) 
development of surveillance measures (Simeonsson et al., 2000). 
Despite the ICF inherently being a health-related classification, it is also used in 
sectors such as insurance, economics, social policy and general legislation 
development, and environmental modification.   It has been accepted as one of the 
UN’s social classifications and is referred to in and incorporates The Standard Rules 
on the Equalisation of Opportunities for Persons with Disabilities.  Thus, the ICF 
provides an appropriate instrument for the implementation of stated international 
human rights mandates, as well as national legislation. 
The ICF provides a description of situations with regards to human functioning 
and its restrictions and serves as a framework to organise this information.  The ICF 
is organised in two parts: 
1. Components of Functioning and Disability:  
 The Body component comprises two classifications: Functions of body 
systems; and Body structures; 
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 The Activities and Participation component covers the complete range 
of domains denoting aspects of functioning from both and individual 
and societal perspective. 
2. Components of Contextual Factors: 
 Environmental Factors – have an impact on all components of 
functioning and disability, and are organised in sequence from the 
individual’s most immediate environment to the general environment; 
 Personal Factors – not classified in ICF due to large social and 
cultural variances. 
These domain definitions are critical for understanding the classification system 
and how it relates to an individual and their interaction with the environment.   
Understanding the concepts embedded within this framework also support a sound 
understanding of contemporary approaches for supporting people with disabilities.  
These include body functions, body structures, impairments, participation, 
participation restrictions, activity and activity limitations. 
Environmental factors make up the physical, social and attitudinal environment 
in which people live and conduct their lives.  Figure 3.3  illustrates how an individual’s 
functioning in a specific domain is an interaction or complex relationship between the 
health condition and contextual factors (i.e., environmental and personal factors).  
There is a dynamic interaction among these entities; interventions in one entity have 
the potential to modify one or more of the other entities.  These interactions are 
specific and not always in a predictable one-to-one relationship.  The diagram 
demonstrates the role that contextual factors play in the process.  These factors 
interact with the individual with a health condition and determine the level and extent 
of an individual’s functioning (WHO, 2001). 
The interaction of the variables within the ICF, in particular Part 2, Contextual 
Factors, allows for a comprehensive understanding of the environmental elements in 
the ICF and the system from which each variable can be understood within the 
context of adolescents and in particular their transition to a secondary school setting. 
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Figure 3.3.  Interactions between components of International Classification of Functioning 
(WHO, 2001) Permission to use has been provided by the WHO, December 2016, 
Appendix O. 
  
It is clear that the elements of the ICF (WHO, 2001) interface well with 
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condition or state.  Rather, there is a continuum of ability and disability that is fluid 
and changeable.  Viewing disability as a developing process has been the predominant 
argument for access to early intervention programs for children and youth who have 
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2010).  MacDougall, Wright and Rosenbaum (2010) argue that everyone encounters 
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of everyone.  Therefore, these authors depict human development and QoL as circular 
representations indicating a dynamic, multidimensional and interactive process with 
time as the continuum within which all interaction occurs.  Figure 3.4 presents this 
depiction of the QoL, human development and the interactions of the ICF to illustrate 
the interface between disability, development and perceived QoL (MacDougall et al., 
2010). 
 
 
Figure 3.4.  The depiction of the interface between the domains of the ICF, development 
and perceived QoL. Permission to use has been provided by Taylor and Francis Publishing, 
December 2016, Appendix P 
 
 QoL and the ICF 
A general systems perspective, such as Bronfenbrenner’s ecological systems 
model (1979), focuses on the interactions and relationships that occur between 
contexts and environments (macro, meso and micro) and emphasises process 
as well as outcome.   The ICF and a systems approach entail a range of 
concepts: (a) multidimensionality; (b) holism; (c) non-linearity; (d) self-
organisation; (e) a view of disability and functioning as perpetually changing; 
and (f) a wellbeing /positive development orientation (MacDougall, Wright & 
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Rosenbaum, 2010).   By viewing disability and functioning as ever-changing, 
the focus of health becomes one of varying life quality and growth and 
development.  The concept therefore allows for all aspects of the individual’s 
life to be viewed from the perspective of the ‘problem’ rather than one of 
abilities and environmental involvement that go some way to remediating the 
impact of the ‘problem’ (i.e., rehabilitation and treatment programs for physical 
and mental health, and skill development and competency for intellectual 
disability).   
Albrecht and Devlieger (1999) have identified a ‘disability paradox’, which refers 
to perceptions of high QoL among individuals with disabilities.  This is explained 
by the contingent perception of balance between mind and body in the context 
of the larger environmental context.  The WHO suggests that QoL can be 
defined according to four domains (physical, psychological, social and 
environmental).  The ICF encompasses all domains that impact on life balance 
and quality.  Rosenbaum et al.  (2005) recommended that when assessing a 
person’s health and functioning, life quality should also be considered to 
understand that person within a complete picture.  In fact, the context of QoL 
cannot be contemplated unless all aspects of the person are considered within 
the context of their environment, development and the interactions across many 
contexts.  MacDougall et al.  (2010) concludes that as the development of a 
person is ongoing and fluid over a lifetime, then consideration of the individual’s 
QoL from the perspective of what is happening for the person and their 
interaction with their environments must occur.  From this perspective, 
development and QoL is not linear and should therefore be considered 
holistically. 
Figure 3.4 illustrates a visual perspective of QoL and the ICF within a systems 
context of human development.  MacDougall et al.  (2010) consider that a 
person’s QoL is an emergent and changing phenomena of all aspects of 
functioning that may be impacted by a person’s health/disability/condition, in 
particular the interface between the individual and their environment.   
Considering the importance of understanding how an individual is able to 
interact with and navigate their environments, and the barriers that prevent 
such engagement and participation, it is additionally important to consider how 
such systems can support good developmental trajectories for youth with 
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disabilities.  For all youth in this developmental lifestage, it is challenging to 
navigate physical and psychological changes as well as the social aspects of 
friendships and environmental change.  Youth with disabilities also struggle with 
these concerns, and typically require additional supports to develop competence 
in social and other skills to successfully transition across educational 
environments.  The issue of transition is discussed in the next section of this 
chapter. 
 
 TRANSITION FROM PRIMARY TO SECONDARY SCHOOL – THE 
BRIDGES OF TRANSITION 
The transition from primary to secondary school can be a testing time for 
children and those who assist to manage the transition smoothly such as families and 
teachers.  The inequality between individual children at this age and stage of 
education during a time of psychosocial and emotional change is challenging.   Howe 
(2011) identify that this transitional phase is seen, from a child’s perspective, as an 
ending and a beginning and as such, consideration of the complexities of education 
systems and the subsequent impact on children is critical. 
The notion of separate schooling campuses is built on a pre-Victorian era of 
making a determination, via education, of the capacity of the child to either continue 
within an educational stream or alternatively be channelled into vocational programs 
(Simon, 1965).   The increasing need for trades and industry skills post World War I 
allowed for an increase in access to education for adolescents, to around 14 or 15 
years of age.  Few pupils reached university entrance level, and those who did were 
primarily from wealthy backgrounds.  The state-run public school system was targeted 
to promote the efficiency of the state, and access to higher levels of education was 
based on intellect and aptitude (Howe, 2011).   Changes in the 1960s provided all 
adolescents with the opportunity to attend ‘comprehensive’, a secondary type of 
schooling, though there was a broad range of approaches that addressed this change 
(such as the development of middle and senior schools in addition to community 
colleges).  This change in educative model was dependent on a region’s capacity to 
develop such campuses to address the community’s needs.   Howe (2011) argues 
that the current bipartite system still leads to social division based on socioeconomic 
status and inequality, despite a large range of secondary school models (e.g., 
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religious, private, non-denominational).   In particular, accessibility to an appropriate 
and universally accepted curriculum and resources to support students with special 
needs is predominantly based within the state school system - a system that is poorly 
funded and resourced, as identified by Gonski et al., (2011).   
The goal of primary education is to provide the core basics of literacy, numeracy 
and ‘mother’ tongue, with, perhaps, some access to the arts and humanities, all 
presented by a single teacher.   Secondary school education aims to provide access 
to a wider range of subjects of interest, presented by a subject specialist with 
fundamental critical thinking and problem solving skills to support the student to 
achieve their ultimate potential.  These objectives remain the principal factor in 
separating the schooling years.  Therefore, within the current system model, the 
difficulty of transitioning from one to the other impacts the child and family.  The 
difficulties in transition for typically developing children, as identified, are likely the 
same for children with special needs in particular when overlaid with physical 
impairment.   The compounding impact of this transition in combination with 
developmental changes is additionally noteworthy for the families, who are also 
managing home and social environments for the youth.   
Transitional issues between primary and secondary schooling have been 
increasingly of interest to educators within an educational context for the past 10 to 
15 years.  Exploration of the notion of transfer and transitions (Galton, Gray & 
Rudduck, 2003) has been undertaken with a subsequent ‘bridging the divide’ between 
primary and secondary schooling model being developed.   This model is presented 
in  
Figure 3.5.   Galton et al., (2003) in addition to Howe and Richards (2011), use the 
terms ‘transfer’ and ‘transition’ interchangeably.  Thus the term transfer is not used 
to mean transfer between states or from one school to another at level, but rather in 
relation to a transfer or transition from a primary to a secondary schooling model.  In 
the current thesis, transition will be the term used. 
The primary concern for transfers and transitions was the ‘dip’ in educational 
achievement that marked the lack of educational progress seen.   Previously, the 
focus had been on the social and emotional wellbeing of the students.  Conversely, 
Galton, & Morrison, (2000) concludes that a refocus should be applied to curriculum 
continuity.  He recommended a widening of curriculum and social activities beyond a 
short period prior to and beyond the transition and suggests that a broader period of 
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time be used in the last primary year and the first secondary year to support youths’ 
progression in all domains of life.  Barber (1999) presented a transitional framework 
for the move to secondary school from primary school for typically developing youth.  
Bore and Fuller (2007) enhanced Barber’s framework to address contemporary need.  
This transitional framework included five ‘metaphorical bridges’ that included: 
1. the bureaucratic bridge – comprehensive interaction between primary and 
secondary teachers with regard to administrative arrangements; 
2. the social bridge – induction programs and interaction between primary and 
secondary schools as well as students and families/caregivers , prior to and 
following the transition allowing for pastoral care to be in place; 
3. the curriculum bridge – comprehensive exchange of information between 
primary and secondary schools and in some cases some sound co-ordination 
of this information exchange, in addition to plans for content to be taught 
prior to and following the transition thereby allowing for continuity of 
curriculum; 
4. the pedagogic bridge – the practice of teaching to this group of students; 
and 
5. the management-of-learning bridge – encourage active student participation 
in the transition and their learning. 
The illustration below, developed by the author, provides a visual representation 
of the five Bridges of Transition.   It should be noted that no single bridge is 
considered to be more important than any other and that the bridges need to work 
in concert to provide a holistic transition for the youth.  
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Figure 3.5.  Transition from primary school of high school: Bridges of Transition (Author’s 
own depiction of Galton & Morrison, 2000; Bore & Fuller, 2007) 
 
It appears that some of the domains of the Bridges of Transition model are used 
for typically developing youth moving to a secondary school environment by the 
current educational context.   However, evidence suggests a lack of formal processes 
that include all five transition bridges, and it is noted that this information does not 
discriminate between typically developing students and students with disabilities 
(Barber, 1999; Galton, Gray & Rudduck, 1999, 2003; Bore & Fuller, 2007).   
The five Bridges of Transition appear applicable to students with disabilities 
when transitioning between educational models (primary to secondary school).  
Emphasis on disability specific information for each bridge could address the needs 
of these students and their families during this period of transition.  To date, the five 
Bridges framework does not appear to have been extensively used in relation to 
examining or assisting the transition of youth with disabilities from primary to 
secondary school. 
 
 SUMMARY 
This research study seeks to identify precursor issues for families and youth 
prior to the major transition into adulthood.  It will explore the experiences and 
perspectives of families caring for children with CP undergoing the primary to 
Bureaucratic 
Social 
Curriculum 
Pedagogic 
Management of learning 
P
 R
 I
 M
 A
 R
 Y
 S
 C
 H
 O
 O
 L
 
S
 E
 C
 O
 N
 D
 A
 R
 Y
 S
 C
 H
 O
 O
 L
 
 Transition for youth with physical impairment and the impact on them and their families                   87
secondary school transition within the context of simultaneous transition from 
childhood to adolescence within an Australian context.   This research therefore 
addresses a gap in the literature relating to the interactions of these particular 
transitions with the concurrent presence of a complex developmental disability. 
Key concepts, which arise because of gaps in the extant empirical literature and 
that relate to the frameworks presented in this chapter which the current study has 
the capacity to answer include: 
1. To what extent do the ICF and the five Bridges of Transition interface to 
support the needs of youth and their families during this transition?  
2. Can the impact of the transition be supported by the ICF framework? 
 
 CONCLUSION 
In this chapter, a number of models have been presented and critiqued.  Three 
models were justified as appropriate for the current research study to be embedded: 
1. Bronfenbrenner’s Ecological Theory 
2. The ICF; and 
3. Bridges of Transition. 
The models presented allow for the exploration of the inter-relationships 
between systems and individuals, and for further analysis of how societal attitudes 
universally impact on youth with physical impairment and their families.   
The models have been presented as a conceptual scaffold to explore the needs 
of youth with physical impairment during a transitional lifestage, and the relationships 
between physical capacity and participation in an engaging community.  Additionally, 
the ICF provides a tool for exploring the nature of universal access, participation and 
barriers associated with such participation within environmental and personal 
contexts.   The ICF is used extensively to understand and support the identification 
of interactions between environment and the individual, as well as exploring the 
impact of an individual’s disability (Rosenbaum et al., 2005).  The ICF has been 
justified by the international disability community as the most comprehensive model 
for considering the interface between a youth with physical impairment and their 
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environment; in particular, for identifying targeted and appropriate supports across a 
range of lifestages. 
The combination of the ICF and the Bridges of Transition frameworks to scaffold 
understanding of the process of the transition from primary to secondary school will 
allow for validation of the experience of the caregivers and youth.  The translation of 
evidence about the impact of this transition could facilitate the development of 
appropriate resources and provision of applicable and relevant information to support 
decision making.   This chapter has provided a critique of the relevant contemporary 
frameworks that support the process of transition from educative and social 
perspectives.  Such frameworks therefore normalise the experience for youth and 
their families within the context of a social model of disability practice.   
Thus far, this thesis has reviewed relevant literature drawn from the fields of 
psychology, medicine, allied health and education, and situated the current research 
in this literature - particularly with respect to gaps in knowledge.  This thesis has also 
outlined relevant theories, including Erikson’s Lifestage and Bronfenbrenner’s 
Ecological Systems theories.  These have informed the approach taken to the current 
study for the purpose of answering this thesis’s research questions. 
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Chapter 4: Research Design and 
Methodology 
 INTRODUCTION 
Chapter 4 discusses the design and methodological approach used in this 
research.  This thesis uses mixed-methods across two time points, namely, prior to 
the transition to secondary school and then again one year later, after the transition 
to secondary school has taken place.   Quantitative data were gathered from surveys 
administered to youth with physical impairment and their respective caregivers at 
each time point.  Qualitative data were gathered from interviews with the primary 
caregiver of the youth with CP at the same two time points to explore the lived 
experiences of members of each family unit (caregivers and youth with physical 
impairment).   
The design of the current study is discussed first in this chapter to elucidate the 
reasons for gathering both quantitative and qualitative data, as well as to describe 
the careful consideration given to the procedures that were adopted for recruiting 
participants.   The methods used to recruit potential participants are outlined in detail, 
as are the ethical and safety approvals obtained for this research.   This chapter 
outlines the methods used for data collection, measurement of items of interest, and 
the nature of the analyses undertaken for both the qualitative and quantitative data 
gathered from participants.   At the end of the chapter, Figure 4.3  illustrates the 
stages of the study including data collection phases and data analysis (including 
coding procedures used for analysing the qualitative data). 
 
 RESEARCH APPROACH 
The design of this research was devised in such a way as to meet the study’s 
aims: 
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1. investigating the impact of the transition from primary to secondary school 
on the QoL of youth with CP (or a similar condition characterised by a 
primary physical impairment), prior to and following this transition; 
2. investigating the impact on QoL of a youth’s family during this lifestage 
transition; 
3. identifying the factors respondents perceive to have influenced this 
transition; and 
4. identifying the caregiver issues during this transition.   
Using both qualitative and quantitative methods allowed for the collection of 
rich data that reflects the subjective experience of participants as well as objective 
data derived from survey items.  This data will examine possible changes in QoL 
during the pre and post period of the transition from primary to secondary school for 
children with CP and their caregivers.   Ethics approvals for the research were 
obtained from Queensland University of Technology and the Cerebral Palsy League 
(CPL) prior to commencement of the research program. 
 Rationale for Gathering Qualitative and Quantitative Data 
A particular area of interest in relation to the transition period, concerns how 
caregivers manage their caregiver role and the impact of this process on 
themselves and their family.   In-depth interviews with carers at two time points 
provided the opportunity to gather comprehensive qualitative information about 
this process.  It also provided data about the impact of the transition process 
on family members, including, from the perspective of caregivers, the impact 
on the youth and how well they were able to manage multiple contexts, such 
as school, family and their social lives. 
The quantitative component of this research, on the other hand, provided a 
means for obtaining objective indicators of QoL prior to and following the 
transition for caregivers and youth with CP.   This enabled the detection of 
differences in QoL across this transition for both groups.  Although the 
application of quantitative data may be useful in presenting a picture of the 
perceived QoL of the individual youth, including a comparison between different 
groups, the findings cannot necessarily be generalised to other similar 
populations due to the small sample.  The qualitative data presents a strong 
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and rich contextual picture of the types of experiences that these youth and 
their families experience during the identified transition phase.   
 
 RECRUITMENT PROCEDURES 
The study recruited 15 families consisting of 32 participants, including both 
caregivers and youth with disability.  Recruitment was conducted through the Cerebral 
Palsy League in South East Queensland.  Application for Service Gatekeeper approval 
in North Coast, Metro North and South, Gold Coast and West Moreton Regions was 
sought in the ethics submission to the Cerebral Palsy League as a requirement of the 
Ethics Committee of the organisation. 
Families and youth were recruited to the study in Year 75, prior to transition to 
secondary school (aged 11 to 13 years) and were followed up at the end of Year 8 
(first year of secondary school at the time).   Participants included youth with CP or 
a similar condition characterised by a primary physical impairment; and parental 
caregivers of the child with a physical impairment aged between 11-13 years.   
More male youths with physical disability were recruited than females, which is 
consistent with the higher prevalence of CP among males (4:1) (Yeargin et al., 2008).  
Youth participants who rely on using Augmentative and Alternative Communication 
(AAC) were supported, either by the Primary Investigator or a family member, to 
complete the questionnaires.  All participants received information in written and 
verbal format, which fully disclosed all aspects of the study, including the voluntary 
nature of their participation.   Participants were free to withdraw from the study at 
any stage.   
Written, informed consent was obtained from all participants as required by 
each Human Research Ethics Committee from which ethical clearance was sought 
(Queensland University of Technology and Cerebral Palsy League).   As the Primary 
Investigator was not providing clinical support services to any of the participants 
                                           
 
 
5 At the time of the data collection, Year 7 was embedded within a primary school educational context with a 
secondary transition occurring between Year 7 and Year 8. 
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throughout the duration of the study, there was no impact on, or change to any 
existing relationships.   
The interview transcript was made available to participants as part of qualitative 
interview procedures to ensure transcription accuracy and in recognition of individual 
ownership of the data collected.  Charmaz (2008) and Saldana (2013) refer to this 
process as ‘member checking’. 
Recruitment via the Cerebral Palsy League involved: 
Database audit and mail-out: 
 Clients from the CPL South Coast/Brisbane Metro North/Moreton and 
Sunshine Coast and South West Queensland were identified via an audit 
of the CPL client database conducted by the CPL Information Technology 
(IT) department; 
 The Senior Advisor – Research and Ethics reviewed the data to identify 
the subset of eligible clients. 
 A mail-out to eligible families was conducted by the Research Unit of the 
CP  League, which included the Research Study  recruitment flier 
(Appendix A: 
Recruitment Flyer – Appendix A) and information about the study ; 
 Following the information mail-out, a follow-up phone call to eligible 
families was made to check their understanding of the written material 
and their desire to participate.  This phone call was made at the 
Corporate Head Office of the CPL to maintain client confidentiality of 
personal information. 
Information fliers in waiting rooms: 
 the study’s recruitment flier was displayed in CPL South Coast/Brisbane 
Metro North and Brisbane Metro South/Moreton and Sunshine Coast and 
South West Queensland offices; 
 Parents/guardians wishing to gain more information, volunteer 
themselves, or volunteer their child for the study were able to contact 
the researcher independently; 
 The flier was additionally displayed in the CPL regional newsletters. 
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Information fliers distributed by clinicians to clients attending therapy sessions: 
 When potentially eligible clients attended CPL regional office 
locations for allied health services, staff were asked to provide 
caregivers/guardians with the study flier and brief information about 
the study. 
Two Participant Information Forms (PIF – Appendices B [Adult] and C [Youth]) 
were developed for each participant group: 
1. Participant information form for Caregiver role participants – Appendix 
B: 
Participant Information Form – Caregiver – Appendix B; and 
2. Participant information form for Youth with a physical impairment – 
Appendix C: 
Participant Information Form – Youth with Physical Impairment – 
Appendix C. 
 Participant Consent 
This study was designed to explore how youth with disabilities and their families 
understand the process of transitioning from a primary schooling context into a 
secondary school environment, as well as their capacity to negotiate this 
transition.  A separate consent form was developed for each of these two groups 
of participants. 
1. Adult Consent to participate in the study  (caregiver) – Appendix D: 
Consent – Caregiver/Parent – Appendix D; and 
2. Child/Youth Consent to participate in the study – child with a disability –  
Consent – Youth – Appendix E. 
Participants were advised that they could withdraw from the study at any stage 
within the life of the study and such withdrawal would not impact on any aspect 
of service delivery or their existing relationships with service providers. 
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 ETHICS AND WORKPLACE, HEALTH AND SAFETY APPROVALS 
Details of the approvals obtained for the purpose of this study are as follows: 
1. Queensland University of Technology University Human Research Ethics 
Committee (EC00171) – Approval number 1100000022. (Appendix M: QUT 
HREC Approval Letter); 
2. Cerebral Palsy League Ethics Committee Approval via Cerebral Palsy 
League of Queensland Ethics Committee (EC00417) – Approval number 
CPL – 2011 – 007. (Appendix N: CPL Ethics Committee Approval Letter); 
3. Queensland University of Technology University Faculty of Health, 
Workplace Health and Safety Committee – Approval Number 152. 
The Principal Investigator is an experienced disability clinician who has worked 
with children, youth and families with disabilities for many years and was therefore 
well experienced in abiding by professional and ethical standards prior to undertaking 
this research.   
 
 RESEARCH DESIGN  
The study used a mixed-methods research design that gathered both 
quantitative and qualitative data in order to explore the lived experiences of the 
families of youth with physical impairment (caregivers, and youth with disability).  The 
study design was developed to use both quantitative and qualitative data collection 
methods and was conducted in two phases approximately one year apart, as 
described below. 
 
  RESEARCH METHODOLOGY 
This study was conducted using a longitudinal mixed-methods approach, with 
data collected at two time points, pre and post transition to a secondary school 
context.   Phase one data collection took place when the youth were in their fourth 
term in Year 7 at primary school.   Phase two data collection was conducted when 
the youth was in approximately Term 2 of Year 8 in a secondary school context.  
Qualitative and quantitative data were collected at both time points.  A semi-formal 
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interview was conducted with the primary caregiver to explore the transition from a 
family perspective.   
 Participants 
A total of 15 families were recruited for this study, through the Cerebral Palsy 
League, with 37 active participants contributing to the data collection.  The 
breakdown of the participant demographics for the study was: 15 youth with 
physical impairment and 17 caregivers.   All participants were recruited via the 
Cerebral Palsy League, through an expression of interest process.  Recruitment 
was conducted twice, separated by a year, as recruitment levels were low for 
the first recruitment process.  Specific detailed information is provided on 
participant demographics and characteristics in Chapter 5.   In particular Table 
5.5 provides a description of participant families at Phase 1 (pre-transition) and 
Phase 2 (post-transition).  This table clearly shows the extent of loss to follow 
up for Phase 2 of this study. 
 Inclusion and Exclusion Criteria 
For a youth participant and their family to be included within this study, the 
youth must be in Year 7, Primary School at the recruitment stage and have a 
primary physical impairment with or without associated issues (including 
intellectual and cognitive impairment, sensory impairment, etc.).  For a youth 
participant and their family to be excluded from recruitment to this study, the 
youth having a primary impairment other than a physical impairment, and not 
transitioning to Secondary School in the recruitment year.  Additionally, those 
youth who were remaining in the same school, but transitioning up to the higher 
grade levels, have remained within the study cohort.  The rationale for this is 
that these students are also logistically required to move around the school 
environments, moving from room to room rather than the teacher come to a 
home classroom setting.  Students are also required to carry around 
books/items or go to and from a locker.  These issues place an additional burden 
on those youth in scheduling their time / getting to and from classrooms and 
moving around the school. 
 Instruments 
The data collection tools used for this research study were: 
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1. The CPQoL – Teen (Self and Primary Caregiver Report) (Davis et al., 
2009) –  
CPQoL-Teen – Self Report (Appendix F) and  
CPQoL-Teen (Primary Caregiver - Proxy) – (Appendix G); 
2. The Personal Wellbeing Index – Adult (Cummins R., 2015) –  
Personal Wellbeing Index – Adult (Appendix H); 
3. The Modified Carer Strain Index (Thornton & Travis, 2003) –  
Modified Carer Strain Index (Appendix I); 
4. Demographic Questionnaire – developed by research team –  
Demographic Questionnaire (Appendix J); 
5. Semi-structured interview questions – developed by research team –  
Semi-Structured Interview Questions (Appendix K);  
6. Depression Anxiety Stress Scale (Lovibond & Lovibond, 1995) –  
Depression Anxiety Stress Scale (Appendix L). 
The participants were asked to participate in an interview and complete a 
number of surveys that included the following: the CPQoL range of 
questionnaires specifically developed to address the explicit needs of this 
population; a modified caregiver strain index; and the Personal Wellbeing Index.  
Additionally, a demographic questionnaire was developed to obtain information 
specific to each family.  The data collection tools, including those developed by 
the research team, are each discussed below.  The description of data collection 
tools obtained from the academic literature includes their psychometric 
properties, where known. 
Cerebral Palsy Quality of Life (CPQoL) 
The CPQoL Questionnaire for Adolescents (CP QOL-Teen and Proxy Caregiver) 
(Davis et. al., 2013) is a measure of QoL for adolescents with CP.  This scale 
was developed specifically for adolescents with CP in consultation with 
caregivers, adolescents and health professionals.  It is designed for use with 
adolescents aged 13-18 years.  The ‘Teen’ version of the CPQoL range of 
instruments has two versions: (a) a self-report version that the 
adolescent/youth completes; and (b) a proxy-report version that the primary 
caregiver completes on behalf of an individual who does not have the capacity 
to complete the self-report version.   
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The CPQOL-Teen measures seven areas of an adolescent’s life, namely general 
wellbeing and participation, communication and physical health, school 
wellbeing, social wellbeing, feelings about functioning, access to services, and 
family health (proxy caregiver only).  The CPQoL-Teen (Self-Report) version 
was used for those youth who had the capacity to complete the survey (8 youth, 
53.3%), while the proxy caregiver version was provided to the primary caregiver 
to complete (7 youth, 46.7%). 
Cronbach’s alphas for the scales ranged from .81 to .96 for the primary 
caregiver proxy report and 0.78 to 0.95 for the adolescent self-report.  Construct 
validity of the CP QoL-Adolescent was considered good to moderate when 
compared to validated international instruments that are designed to measure 
QoL domains (Kidscreen-10 and PedsQL).  The scale has a good correlation with 
Kidscreen-10 (r=0.63–0.68), and moderate correlation with the PedsQL across 
a number of the identified CPQoL domains.  With respect to the latter, 
correlations are as follows: wellbeing and participation domain r=0.43-0.55; 
communication and physical health domain r=0.29-0.54; social wellbeing 
domain r=0.22-0.42; feelings about functioning domain r=0.26-0.42; and 
school wellbeing domain correlating with social, emotional and school 
functioning domains r=0.35-0.41 (Davis, et al., 2013).   
Six of the domains defined in the CPQOL-Teen overlap with the CP QOL-Child 
(2005), with school wellbeing emerging as a new domain.  All scale items were 
transformed to a scale with a possible range of 0-100, where a low score 
represents a higher perceived QoL.  The algebraic mean of item values was 
computed for each of the seven domains.   
Moderate to high correlations were found between all domains of the CP QOL-
Teen caregiver proxy report and KIDSCREEN-10 (r=0.43–0.66) (Davis et al., 
2013).   It is important to note that conceptual similarities are measured 
between the KIDSCREEN-10 and the CP QOL-Teen, as both were designed to 
measure wellbeing and feelings, whereas the PedsQL was designed to focus on 
difficulties in performance of activities.   Effectively the reliability and validity of 
the CPQoL is similar to that of the KIDSCREEN-10. 
Modified Caregiver Strain Index 
The Modified Caregiver Strain Index (CSI) (Thornton & Travis, 2003) is a tool 
that can be used to quickly screen for caregiver strain among long-term family 
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caregivers.  It is a 13-question instrument that measures strain that is related 
to providing care.   There is at least one item for each of the following major 
domains: employment, financial, physical, social and time.  The instrument was 
first developed in 1986 and further modified in 2003 by Thornton and Travis 
(2003), and has been used widely for examining caregiver strain in those who 
care for adults.  Scoring is two points for each ‘yes’ and one point for each 
‘sometimes’ response.  The higher the score, the higher the level of caregiver 
strain. 
The internal reliability coefficient is .90, slightly higher than the original version.  
The tool effectively identifies families who may benefit from more in-depth 
assessment of caregiving responsibilities and appropriate support interventions 
(Thornton & Travis, 2003).  Scoring can range from 0 to 26, with a 0 indicating 
no caregiver strain and a score of 26 indicating extreme strain.  The modified 
Caregiver Strain Index was contextualised for this study with examples given 
for each item being adapted to reflect a youth-based caregiving context.   Thus, 
while the questions remained the same, the examples attached to each question 
were contextualised by the researcher, for carers who provide care for younger 
people. 
Personal Wellbeing Index 
The Personal Wellbeing Index (Cummins & Lau, 2013) scale contains eight items 
of satisfaction, each one corresponding to a QoL domain, namely: standard of 
living, health, achieving in life, relationships, safety, community connectedness, 
future security, and spirituality/religion.  The scale seeks to address: “How 
satisfied are you with your life as a whole?” (Cummins & Lau, 2013).   
Cronbach’s alpha lies between .70 and .85 in Australia and overseas.  A level of 
sensitivity between demographic groups is consistent with theories of subjective 
wellbeing homeostasis in Australia (Cummins et. al., 2013). 
Parallel forms of the Personal Wellbeing Index have been developed, including: 
Adult – for use with the general adult population; School Child – designed for 
use with school-age children and adolescents; Pre-School – designed for use 
with pre-school aged children; and Intellectual Disability – for use with people 
who have an intellectual or cognitive impairment.  This study used the Adult 
version of the Personal Wellbeing Index.  As well as the eight specific life 
domains, the Index also has an additional item, which can be added to the core 
 Transition for youth with physical impairment and the impact on them and their families                   99
items to test construct validity of the tool.  All data is standardised into units of 
a 0 to 100 point distribution (a percentage of scale maximum).  The mean of 
the domain scores derived from the PWI constitutes a measure of subjective 
wellbeing of 50-100 points for an individual and 70-80 for a group (Cummins & 
Lau, 2005). 
Demographic Questionnaire 
The Demographic Questionnaire was developed by the research team to obtain 
specific descriptive demographic data for each youth participant and their 
family.  The questionnaire requests information such as: primary and secondary 
caregivers and their relationship to the youth; family structure; employment 
and educational status of primary and secondary caregivers; diagnosis of youth; 
body part(s) involved in the CP; associated diagnoses; mobility; activity 
participation such as general movements, self-care, accessing the community, 
use of equipment; use of hands, communicative ability, and eating and drinking 
ability; type of schooling for youth; difficulties in participation at school; services 
received at school; caregiver satisfaction with services and environment at 
primary school and expectations for services and environment at the secondary 
school; and finally, choice of type, location and costs associated with the 
secondary school. 
Interview Questions 
A range of open ended questions was developed for use during the interview 
process.  These questions were based on the framework of the ICF – 
Child/Youth, part 1: functioning and disability – body functions and structures 
and activities and participation; and part 2: environmental and personal factors. 
Depression Anxiety Stress Scale (DASS) 
The Depression Anxiety Stress Scale (DASS) (Lovibond & Lovibond, 1995) has 
two versions – the 42-item version and the 21-item short form.  Antony et al.  
(1998) reported that the 21-item version has a more cohesive and replicable 
structure than the 42-item version.  For this reason, together with the fact that 
the short form is more widely used in clinical practice, the short form was 
chosen for this study.  The DASS is a screening tool for identifying differentiating 
and assessing depression, anxiety and stress.  It comprises 21 statements 
designed to rate how well each statement describes the individual at that point 
in time, scoring along a four-point Likert scale in each case.  The internal 
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consistency of each of the subscales is high (Depression =.97, Anxiety =.92, 
Stress =.95).  The DASS also demonstrates strong convergent validity with 
other measures of depression (e.g., Beck Depression Inventory; r=.79); anxiety 
(e.g., Beck Anxiety Inventory; r=.85) and stress (e.g., State-Trait Anxiety 
Inventory-Trait; r=.68).  Correlation of the DASS Anxiety Subscale is excellent 
with the Brief Symptom Inventory Anxiety subscale (r=.61).  Correlation of the 
DASS Depression subscale is excellent with the Brief Symptom Inventory 
Depression subscale (r=.70).   The Depression subscale of the DASS is reported 
to have a sensitivity of 57.0% and a specificity of 67.0%.   The Anxiety subscale 
of the DASS is reported to have a sensitivity of 86.0% and a specificity of 64.0%.  
Higher scores in each separate domain indicate higher levels of distress with 
each domain consisting of five subcategories to present a clinical picture 
(normal, mild, moderate, severe and extremely severe for each depression, 
anxiety and stress domain).   
 
 PROCEDURE 
The study sought to recruit youth with CP who were preparing to move from 
primary school (Year 7) to secondary school (Year 8), generally aged between 12 to 
13 years, together with their families.  It did this through the distribution of fliers, and 
focused phone requests once participants were identified by a database search.  
Recruitment occurred within the South East Queensland region including greater 
Brisbane, Ipswich, Toowoomba and both the Sunshine and Gold Coast areas.  Once 
recruited, interviews were conducted with the caregivers, siblings and youth with 
physical impairment.  Both qualitative and quantitative data were gathered to 
determine the lived experience of families of youth with physical impairment. 
During this interview process, a broad understanding of the lived experience of 
the family units was developed and an understanding of the transition process gained 
through a semi-structured, caregiver-led discussion. Caregivers acted as advocates 
for their youth during the interviews.  Youth completed the CPQoL through a 
researcher-led verbal discussion and caregivers acted as the proxy reporters, if the 
youth were unable to participate in the data collection.   
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Phase 1 – Pre-transition 
1. When the youth with a disability was in Year 7 (primary school) they 
completed: 
 QoL questionnaire specific for teenagers with CP – CPQoL – Teen 
(Davis et al., 2013). 
2. The caregivers completed:  
 The Personal Wellbeing Index – Adult (Cummins R., 2006); 
 The Modified Carer Strain Index (Thornton, M., & Travis, S.S., 2003); 
 A demographic questionnaire; and 
 A semi-structured interview. 
Phase 2 – Post-transition 
1. When the youth with a disability was in Year 8 (secondary school) they 
completed: 
 The CPQoL – Teen (Davis et al., 2013). 
2. The caregivers completed: 
 The Personal Wellbeing Index – Adult, (Cummins, 2006); 
 The Modified Carer Strain Index (Thornton, & Travis, 2003); 
 Depression Anxiety Stress Scale (Lovibond & Lovibond, 1995); and 
 An open-ended interview. 
 
 DATA ANALYSIS 
The quantitative data were analysed using Statistical Package for Social 
Sciences (SPSS) version 22, with access to statistician support available through 
membership of the Institute of Health and Biomedical Innovation (IHBI) at the 
Queensland University of Technology.  All interview transcripts were uploaded into 
the NVivo (10) program, a data management tool for qualitative data.  The data were 
then explored, with ‘chunks’ of text being assigned labels that corresponded to codes 
and categories that emerged prior to the data being analysed thematically.  Scoring 
of each of the instruments was conducted as per the scoring guidelines associated 
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with each specific tool (i.e. the CPQoL – has a very specific, domain-led procedures 
for which question relates to which domain, and the manual provided for each 
instrument provides very detailed instructions).  All interviews were taped with a 
digital recorder and transcribed verbatim.  The transcript was then sent to the 
caregiver for authentication and validity of information.  Once the caregiver had 
reviewed the transcription of the interview and approved it, the researcher was then 
able to conduct the analysis. 
 Quantitative Data 
All analyses were performed using the SPSS.  Descriptive statistics including 
Medians and Inter Quartile Ranges (IQR) were calculated for variables of 
interest.  Spearman correlation coefficient analyses were used to determine the 
direction, magnitude and significance of associations between variables 
including: self-perceived QoL of the youth, siblings and parents; Gross Motor 
Functional Classification System (GMFCS) and caregiver strain; GMFCS and 
parent personal wellbeing.  Mann-Whitney tests were used to compare groups 
on a number of variables including: adult personal wellbeing according to 
gender; Carer Strain Index by gender; and QoL according to school type 
(mainstream or special).  The Mann-Whitney test was chosen for between-
group comparison due to its suitability for small samples.  The non-parametric 
statistics yielded by this test are based on an ordinal-level method using only 
the rankings of observations.  Unlike parametric approaches, this test does not 
assume that observations are normally distributed and compares groups on the 
basis of ranked means (Agresti & Finlay, 1997:232).  All significance tests were 
set at the level of p=0.05.   
 Qualitative Data 
Charmaz (2003) claims that constructivist grounded theory ‘recognizes the 
mutual creation of knowledge by the viewer and the viewed’ (p. 510). It 
therefore acknowledges the categories, concepts, and theoretical level of an 
analysis emerging from the researcher’s interaction within the field and 
questions about the data.  This interactive process ultimately discerns ‘the 
reality’ and its temporal, cultural and structural contexts; therefore the 
researcher becomes a part of the actuality.  The constructivist work of Charmaz 
(2003) builds on the classic grounded theory approach by developing a more 
flexible and less prescriptive approach to qualitative analysis.  The constructivist 
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ontology argues that the product of the research, such as theories and 
explanations, depend on external factors.  This perspective thereby posits that 
the same understanding would therefore exist about everyday life and how we 
conceptualise it, for example piecing together the implicit meaning of 
statements made by participants, thereby assembling the actions and stated 
feelings and providing interpretation of them.  This interpretive style of analysis 
elucidates a range of meanings from the experiences.  The researcher provides 
the theoretical understanding of the categories that are created.  This study, 
therefore, attempts to understand how the families of youth with physical 
impairment and the youth themselves construct and consider the transition 
process when moving between primary to secondary school.  The co-
construction of such a reality, by the researcher and the participants establishes 
an explanation of how they are able to navigate the transition while identifying 
the relevant issues that are critical to this cohort.    
As an initial screen of the data, the ICF was used to confirm categories for the 
qualitative data.  After this initial screen, first cycle data analysis consisted of 
the use of a combination of elemental methods (In Vivo coding) and affective 
methods (emotion coding) to derive the meaning attributable to the data as 
shown in Table 4.1.  Elemental methods are primary approaches that have 
focused filters for building a foundation for future coding cycles.  Affective 
coding methods investigate subjective qualities of human experience (e.g., 
emotions, judgements, values, conflicts) by directly acknowledging the 
experience of participants (Saldana, 2013, p.  105). 
Validation of the data was conducted by initial respondent validation (Silverman, 
2011) of the raw data to ensure that the transcription of the interviews was 
verified by the respondent.  Additionally, the use of both qualitative and 
quantitative data to establish the lived experience for the individual participant 
groups provided a level of reliability of the phenomena.  
The data collected from the interviews was treated in a structured way to 
allow for good management of the data and the coding that followed: 
a. Interviews with caregivers were taped (with informed consent); 
b. Notes were taken by the Principal Researcher at the time of interview 
and expanded upon soon after the field session; 
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c. A field journal and field notes were kept to record problems that arise 
during each stage of the fieldwork phase of the study. 
In Vivo’s root meaning is ‘in that which is alive’, and a code refers to a word or 
short phrase from the language found in the data, or ‘the terms used by the 
participant themselves’ (Saldana, 2013, p.  91).  This style of coding is used to 
honour the participant’s voice.  Additionally, emotion coding considers the 
feelings participants may have faced during the transitional experience.  
Through this approach, including first and second cycle coding (Strauss & 
Corbin, 1998; Willig, 2003; Dey, 2007) and the emergence of categories 
(Saldana, 2013), understanding of the transition process impact was 
established.  Furthermore, the task of ‘memo writing’ assisted the researcher to 
cast an analytical filter over the initial codes to generate categories within the 
data. 
The quantitative and qualitative data was analysed in isolation with a final 
comparison of both sets of data was compared to establish a picture of the 
data.  The qualitative data was themed by the Principal Researcher and 
Research Team to establish the final Phase 1 and Phase 2 categories. 
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Table 4.1. 
Example of the Coding Process 
Parent Theme 
First Cycle Coding 
Raw Data Line-by-line coding 
In Vivo Emotional 
Access to 
information and 
allied health 
therapy services 
Access to 
therapy 
services 
Support 
 
“...staff from primary school are moving across to the 
secondary school along with him and they have made sure 
that his information is transferred and they take along a 
substantial understanding of him.  We felt very supported by 
both the primary and secondary schools during this transition 
- though the fact that we had the same teachers and AVT 
moving into the same school that he was going was a blessing 
for this going well, and we felt that the school we finally 
decided on sending him to has been a good fit for him…” 
 
known staff moving along with 
him 
 
 
 
 
family felt supported with 
knowledge, information and 
good levels of support 
 
 
Appropriate 
information 
provided 
 
Access to 
information 
Anger and 
frustration 
“[I am] unsure of what curriculum adjustments need to be 
made and what questions [we need] to ask the Principal…“  
 
Information to allow families to 
craft appropriate questions for 
schools. 
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Second cycle data analysis consisted of organising the first cycle code arrays 
into connected categories that were interpreted from the multilayered first cycle 
coding construct.  Pattern coding (Saldana, 2013) was used to group codes and 
categories into a smaller number of constructs, or themes.  Pattern coding 
therefore acted as a stimulus to develop a statement that described a major 
code, network of interrelationships or a pattern of action from the data 
(Saldana, 2013).  Memos are an important step between the data analysis and 
the writing process (Charmaz, 2003).   A memo is the written gathering of 
thoughts and ideas that come to mind during the data analysis and allows for 
comparison and connections between codes and categories (Charmaz, 2006).  
Field notes are important observation tools for the researcher.  It allows for 
notating of participant language, body language and interpretation of observed 
emotions during the interview process.  Through the field notes, the researcher 
attempted to grasp the meaning behind the experience of the participant.  
(Saldana, 2009).   
 
Figure 4.1.  Field Note 
Field Note: 
Met the family at their home.  All family members were present to participate in 
the interview process.  After introductions and explanation of the process of the 
study, consents were signed by those family members who were going to 
participate. 
We started with a general chat – mum and dad were very guarded, with a feeling 
of ‘anger and frustration’ sitting just below the surface of their emotional 
presentation.  As it turns out, after going through the interview with the youth 
with disability, the parents took control of the interview by highlighting significant 
issues that have impacted on them and their need to maintain their family life 
standard. 
This family have had to fight to the highest levels of bureaucracy to ensure that 
the logistics of their youth’s transition experience was the best possible outcome 
for them and their youth.  They were adamant that they would decide the ‘best 
fit’ school for their youth and that they would get the appropriate supports to 
achieve those results. 
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Figure 4.2.  Memo 
 
  
 SUMMARY OF THE RESEARCH APPROACH 
Chapter 4 outlined the current study’s design and methods.   The quantitative 
component drew on a combination of existing instruments, as well as questions 
specifically designed for this study.  Existing instruments included those that have 
been used previously in the literature to examine children with CP, and also 
instruments that examine adults who have carer responsibilities.  Together, survey 
questions elicited information pertaining to the characteristics and wellbeing of youth 
and family members and comparison data associated between groupings identified in 
the cohort.   
The qualitative information from the caregiver group in this study was obtained 
from semi-structured, face-to-face interviews, which provided an opportunity to learn 
about the lived experiences of each family (caregivers and their youth with CP) during 
an important transitional stage in the life of a youth with CP.  The ICF was used to 
confirm the categories extrapolated from the qualitative data.   It was also used to 
establish paradigms within which the transition processes could be formalised, and as 
such be applied to support youth with physical impairments and their caregivers.   
MEMO: 
Memo – financial issues that are seen to be barriers to good outcomes: 
“… I have had to leave work to allow for transporting to and from the 
secondary school ...”  
“… we have had to purchase and modify a vehicle that will take a larger 
power chair as he grows ...  “  
Caregiver employment is a critical issue to ensure family led standards of living.  
Families have to pay higher amounts for new vehicles with the added vehicle 
modifications that are need to enable wheelchairs and power wheelchairs. 
If families are restricted in employment options – this makes it difficult to be able to 
purchase and subsequently modify vehicles.  Additionally, modification of homes 
during this growth period is challenging for families.   
 
 
 Transition for youth with physical impairment and the impact on them and their families                   108
Figure 4.3 presents a pictorial depiction of this study.  It shows the component 
parts of the preparatory phase including literature review, instrument selection and 
ethics application process, research design and the two-phase data collection 
approach.  Subsequent chapters report the results from the data collection and 
analysis.  The following chapter, Chapter 5, provides a detailed description of the 
participants in this study, identifying those who participated in both the pre- and post-
transition phases of the study as well as those who completed the pre-transition 
phases but were lost to follow-up during the post-transition phase. 
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Figure 4.3.  The Research Study Process6 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
                                           
 
 
6 The figure above has been adapted from the following source:  
Charmaz, K.  (2006) Constructing Grounded Theory: A Practical Guide through the Qualitative Analysis.  Los 
Angeles, Sage.6 
P
re
p
a
ra
ti
o
n
 P
h
a
s
e
 
Review of literature, reflection of researcher’s experience in 
supporting families during transitions and the lack of available 
resources to support families at this specific transition 
Develop objectives and research questions 
Exploration of research 
methodology best suited 
to answer the research 
questions 
Obtain ethics and 
research approval from 
QUT and CPL 
Decide and obtain 
appropriate data 
collection 
instruments  
D
a
ta
 c
o
ll
e
c
ti
o
n
 a
n
d
 A
n
a
ly
s
is
 P
h
a
s
e
 
Recruit participant families 
Phase 1 – Pre-Transition 
conducts interviews with 
Caregivers (n=17); youth with 
physical impairment (n=15). 
Review data post interview 
Consider content (quantitative 
and qualitative) in addition to 
emerging themes 
Phase 2 – Post-Transition 
conducts interviews with 
Caregivers (n=7); youth with 
physical impairment (n=7)  
Consider content 
(quantitative and qualitative), 
emerging themes and 
interpretations 
 
Complete in-depth data analysis (line by line coding, establishment of categories 
and classification of data as required) 
Confirm transitional themes and how they contribute to the body of knowledge in 
supporting families and individuals who live with disability 
 Transition for youth with physical impairment and the impact on them and their families                   110
Chapter 5: Participant 
Characteristics 
 INTRODUCTION 
Qualitative research is an approach that explores lived experiences and can 
provide rich contextual information that cannot be examined using a quantitative 
approach.  Qualitative research focusses on the multiple realities of those who are 
studied rather than that of researchers, as is seen in other methods (Liamputtong, 
2011).  Although it is recognised that researcher perspectives and interpretations may 
influence the outcomes generated, the rigorous use of qualitative methodology 
maintains legitimacy by documenting the experiences of a range of groups and 
individuals.  The characteristics of the participant group within this study present a 
narrative of complexity.  The developmental lifestages of the youth and the deficiency 
in environmental interactions provide an additional layer of intricacy that is 
multifaceted and specific to each individual. 
Chapter 5 presents a description of the study participants, with an exploration 
of demographic information that was gathered to understand the personal and 
environmental contexts that impact on an individual with physical impairment.  The 
current research study, consistent with Bronfenbrenner’s ecological approach, 
explores the micro (individual) and meso (family and other interactions) systems by 
examining of family and individual wellbeing among youth who have physical disability 
at a period of transition.  This participant demographic information is critical to 
furthering the understanding of the impact that physical disability has on an individual 
and their family, and as such provides a rich and dynamic picture of the participants.   
The chapter commences with a description of each youth participant who lives 
with CP, then presents group descriptive data across a range of domains, including 
the functional capacity of the individual, family makeup, educational and 
socioeconomic information, accessibility within the community and the impact of the 
community on the family group and the individual.   
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 PARTICIPANTS 
This study explores the experiences of youth with a physical disability and their 
families during a transitional phase of life.  The study  is based on data collected from 
15 participant families consisting of youth who have physical disability, primarily CP, 
with or without associated impairments (such as sensory, intellectual and/or 
cognitive), and their caregivers.   
 Participant Families – Individual Descriptive Information 
A total of 15 families were recruited through the Cerebral Palsy League, with 37 
active participants contributing to the data collection.  Chapter 5 commences 
by providing a narrative description of each youth participant, to establish their 
individual stories.  The chapter then provides descriptive statistics for the 
aggregated data, which is presented in a range of demographic tables along 
with data analysis and interpretation of results.  This group information has 
been provided as individual descriptions, group demographic data and simple 
interpretation as a way to present a picture of each family and their unique 
circumstances.  Finally, the chapter concludes by summarising the participant 
group as a whole, and to highlighting some of the key points that influence the 
lives of these youth and their families.  Effectively, this chapter moves from a 
micro level at the individual and their family, to the meso level that takes 
account of the extant social, economic and environmental factors. 
In the following section reference is made to a range of international best 
practice measures that are used commonly in the disability field to describe the 
capacity of individuals with CP to function within their environment, and to 
describe mobility levels, use of hands and communicative capacity.  These 
measures are described in footnotes within this chapter.  The researcher 
interacted with the youth and the caregivers in their own home environment, 
thus enabling her to form impressions of the family members and their life 
situations.   
Family 1 
Youth 1 is a male who lives in a single parent household and is the third son of 
his mother from a significant relationship that followed a marriage breakdown 
earlier in her life.  Youth 1’s two brothers are adults and significantly older than 
Youth 1.  They are leading independent lives external to Youth 1’s and his 
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mother’s current living arrangements.  Youth 1 also has a foster sister, who 
lives with significant physical and intellectual disabilities.  Youth 1’s sister relies 
on Youth 1’s mother for all of her living needs.  Youth 1’s mother has basic 
schooling and has worked as a Foster Carer for many years. 
Youth 1 was diagnosed with Neuro Migrational Disorder (NMD) at birth and 
features poor muscle tone and gross motor function, with a gross motor 
function classification (GMFCS7 Level II) at age 12.  The presence of seizures 
and developmental delays in his younger years with an eventual diagnosis of 
intellectual disability, combined with issues with executive functions such as 
organising self, planning and memory, impact on Youth 1’s capacity to learn.  
Youth 1 also experiences associated sensory difficulties that include visual, 
touch and feeding difficulties.  He needed significant help with feeding as a child 
with a gastrostomy (PEG/PEJ) inserted to assist feeding from the age of one 
year, though this was removed in 2010.  Youth 1 currently has an oral modified 
diet, requires assistance in moving around his environment, full assistance in 
self-care activities and some assistance using equipment.  He has difficulty 
handling objects and needs either modification to activity or regular assistance 
to participate in activities (MACS8 Level III).  Youth 1 is non-verbal and uses 
Makaton® (a system that uses signs and symbols to teach communication, 
language and literacy skills to people with communication and learning 
difficulties) to communicate and participate within his environment.  Youth 1 
attends Special Schooling and receives adjustments to his curriculum.  He has 
modified furniture and specialised equipment, access to Teaching Aids and 
specialised therapy staff from a non-government funded disability service to 
assist with his communicative strategies and social work assistance for the 
family.  He also has significant input from a dietician to assist with feeding-
related health issues.  Mother is very happy with Youth 1’s school and expects 
                                           
 
 
7 Gross Motor Functional Classification System (GMFCS) is a five tier classification system that describes the gross 
motor function of children and youth with CP on the basis of their self-initiated movement with particular emphasis 
on sitting, walking and wheeled mobility. 
8 Manual Ability Classification System (MACS) describes how children with CP use their hands to handle objects in 
daily activities. 
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the standard of education to remain high as Youth 1 progresses through to his 
senior school years.  Mother has significant concerns about Youth 1 being 
restrained in a chair at school for attentional and safety reasons.  He is 
developing into a robust young man as he progresses through adolescence, 
although his mother has expressed concern about his developing sexuality and 
some of his behaviour in particular sexual behaviours conducted around his 
significantly disabled sister.  His mother is concerned about her capacity to 
manage Youth 1 as he gets older. 
Family 2 
Youth 2 is a male who lives with his father.  Youth 2 has two older siblings who 
are now adults.  Youth 2 presents as a typically developing 12 year old.  Youth 
2’s father is on a sickness benefit and they live in state housing.  Youth 2’s 
father has postgraduate qualifications. 
Youth 2 has been diagnosed with relatively mild CP that affects his four limbs.  
He also has some associated sensory difficulties with vision, touch and smell.  
Youth 2 is independent in mobilising (GMFCS Level I), general movements and 
all self-care activities.  Youth 2 handles most objects easily and successfully, 
although may have difficulty when a task requires speed (MACS Level I) and 
accuracy.  He can communicate independently.  Youth 2 has also been 
diagnosed with Hyaline Membrane Disease which influences the environmental 
conditions that he is able to access (i.e., school camps, school holiday activities).   
Youth 2 has significant issues with fatigue when asked to participate in gross 
and fine motor activities for periods longer than 15 minutes.  Youth 2 attends 
mainstream school with some support from a Teacher’s Aid in the classroom, 
and he attends the Special Education Unit at his school in the mornings to assist 
him with planning and organising his day.  Youth 2 uses electronic equipment 
with specialised programs to assist with his schoolwork and receives some 
therapy support from a non-government funded service provider.   
Family 3 
Youth 3 is a male who lives with his caregivers, older sister and younger brother.  
Additionally, the family employs a nanny to assist with day-to-day and holiday 
requirements of the whole family.  Mother and father are both employed full 
time and both have achieved tertiary education.   
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Youth 3 has CP that affects his whole body, significantly impacting his hearing, 
eating and swallowing abilities.  He also has diagnosed epilepsy.  Youth 3 has 
difficulties in organising himself, as well as planning his day.  Youth 3 uses a 
power wheelchair at all times, in all environments.  He needs full assistance 
with general movements, self-care and when using equipment (GMFCS Level 
IV).  Youth 3 is able to handle a range of objects but needs preparation and 
modification for the use of his right hand only (MACS Level III).  His speech is 
independent and easy, though, at times, it is not always clear.   
Youth 3 attends a mainstream school but does access some special education 
classes.  Youth 3 has difficulty in his self-care needs such as eating and drinking.  
He also has difficulty participating in activities outside of the classroom such as 
physical education.  For example, he attends external excursions/school camps 
with assistance or alternatively without the family.  These restrictions place 
considerable time and financial imposts on the family.  They either have to 
attend these activities or pay for an assistant to support him at school.  
Participation in most aspects of school life, other than accessing the 
environment, is difficult and makes Youth 3’s school life harder to manage.  
Youth 3 receives adjustments to his curriculum, access to specialised equipment 
and furniture and support from a range of therapy staff in the school 
environment.  Youth 3’s teachers, although reported to be generally good, do 
have significant difficulties accommodating Youth 3’s extra learning needs.  The 
three issues that impact Youth 3 and his family most are the lack of: access to 
transport assistance to allow Youth 3 to get to/from school, access to before 
and after school care, and school holiday programs that support his needs and 
those of his family.   
Additionally, the family identified that the costs of the nanny and construction 
of a ‘purpose built’ house to accommodate Youth 3 as he ages have impacted 
on the financial capacity of the family.  Mother has taken a second job to provide 
extra income for the family. 
Family 4 
Youth 4 is a male who lives with this caregivers and his older brother.  Both 
mother and father work full time.  However mother has had to recently leave 
the workforce to support Youth 4 with his schooling.  Additionally mother is 
study managing house modifications to support Youth 4’s growth and the 
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associated increase in the size of equipment.  Both mother and father have 
been educated to a tertiary level. 
Youth 4 was born with CP as well as a congenital condition of the face, with 
which his brother was also born (brachio occulofacial syndrome that includes 
cleft palate).  The CP and associated conditions impact Youth 4’s whole body, 
vision, eating/swallowing, speech and continence of bowel and bladder.  
Furthermore he has a congenital dislocation of one radius.  Further, he also has 
difficulty with planning and organising himself for his day.  Youth 4 mobilises 
by attendant or self-propelled wheelchair in all environmental contexts, at all 
times.  Youth 4 also needs full assistance in general movements (GMFCS Level 
IV), self-care and using equipment.  Youth 4 can handle some objects with 
assistance or adapted equipment.  Youth 4 uses augmentative and alternative 
communicative strategies, and specialised equipment and software programs 
that assist with interactions and participation in his schooling context. 
Youth 4 attends a Special School and his mother and father have decided to 
transfer him to another Special School that has better facilities to support his 
needs at the commencement of Year 8.  Youth 4 is a confident young man who 
has good relationships with his peers.  However he has significant difficulties 
participating in a range of activities at school.  These activities include mobility 
around his environment, self-care, eating, and participation in the classroom, 
physical education classes and attending excursions and camps.  Youth 4 
experiences some difficulties communicating with teachers and peers.  Youth 
4’s curriculum has been modified, and he receives support from a Teacher’s Aid 
and, has access to specialised equipment and therapy staff.  Youth 4 is 
transported to school via a taxi service paid for by the transport subsidy scheme.  
Mother is concerned about his safety when travelling to/from school and his 
communication needs.  Youth 4 is transitioning from a mainstream context into 
a Special School context.   This decision was made by family to address the 
personal care needs of the youth. 
Family 5 
Youth 5 is a male who lives with his adoptive caregivers and adopted younger 
brother and older sister.  Youth 5’s caregivers own a range of businesses and 
both have been working full time.  However Youth 5’s mother has recently left 
the workforce to support the children at home, and the caregivers have 
 Transition for youth with physical impairment and the impact on them and their families                   116
consolidated their business interests to ease the stress of workloads and family 
routines.   
Youth 5 has mild left hemiplegia (CP) with no other co-morbid conditions.  Youth 
5 is able to mobilise, move generally, perform self-care and use equipment 
independently (GMFCS Level 1).  Youth 5 is able to handle objects easily, but 
can be slow or not as smooth under duress (MACS Level I).  Additionally Youth 
5 is able to communicate easily and independently in most settings.   
Youth 5 attends a mainstream school with the attendance at some special 
education classes (remedial assistance) to support his learning.  Youth 5 is able 
to participate well at school and with peers, though reportedly there can be 
some poor attitudes relating to his ability to keep up with hand based activities 
in class and to organise himself, making participation hard for him in his 
educational context.  Youth 5 has some curriculum adjustments and has access 
to a computer in the classroom to aid his learning with some support from a 
Teacher’s Aid. 
Family 6 
Youth 6 is a male who is well liked by his peers and his teachers.  Youth 6 lives 
with his caregivers and two younger brothers in the family home.  Both his 
caregivers have worked full time until recently when his mother needed to leave 
the workforce to ease the stress of caring for Youth 6 on a daily basis.  Youth 
6’s mother now works on an adhoc casual basis when the family needs allow.  
Both caregivers have obtained a postgraduate education. 
Youth 6 was born with CP and is significantly impaired in all functions.  Youth 6 
has associated vision, eating and swallowing, executive function and 
temperature regulation concerns.  Youth 6 mobilises by attendant propelled 
wheelchair in all environmental contexts and he requires full assistance in all 
movement related activities, self-care and equipment use scenarios (GMFCS 
Level V).  Youth 6 cannot handle objects and needs assistance for manual tasks 
(MACS Level V) and communication with others is through movement or 
behaviour.   
Youth 6 attends a mainstream school with attendance at all mainstream classes.  
However he is fully supported with all functional tasks, such as self-care, eating 
and participation in all contexts within the educational environment.  There are 
reported good attitudes and relationships within his schooling context in 
 Transition for youth with physical impairment and the impact on them and their families                   117
addition to good access to his physical environment through equipment and 
technology.   Youth 6 receives curriculum adjustments, Teachers’ Aid 
assistance, specialised equipment and therapy while at school. 
Family 7 
Youth 7 is a female who lives with her caregivers and her younger sister.  The 
family had recently moved from a regional town into metropolitan Brisbane to 
facilitate Youth 7’s transition into secondary school.  Youth 7’s father is a 
tradesman and mother renovates the homes they live in for future sale. 
Youth 7 was born with CP (mild diplegia).  Youth 7 has some minor fine motor 
skills issues (putting hair into a ponytail or handwriting), some academic 
deficits, predominantly with math and experiences difficulty organising self and 
task planning for which she receives support from the school.  Youth 7 is 
independent with mobilisation and self-care tasks.  Youth 7 attends a private 
school and has no issues of note.  Youth 7 has had some surgical interventions 
recently to address orthopaedic growth (tenotomy).  Youth 7 travels by public 
transport to and from her current school and has concern with having to walk 
up a hill from the bus stop – she finds this quite fatiguing. 
Family 8 
Youth 8 is a male who lives with his single mother who is university educated 
and who works full time.  Youth 8 was born with mild CP that affects all of his 
limbs.  He was also diagnosed with short gut syndrome.  Youth 8 has some 
issues with his vision and eating or swallowing.  He is independent in mobilising 
and movement, self-care and the use of most equipment (GMFCS Level I).  
Youth 8 handles most objects but can be slow or not smooth (MACS Level I) 
and can communicate easily across all contexts. 
Youth 8 attends a mainstream school; however participation in broader school 
activities such as camps and excursions requires modification.  He finds it 
difficult to ‘hang out’ with his peers during breaks especially when there are ball 
games being played in the schoolyard.  Adjustments within the school context 
have made it easier for Youth 8 to participate in school life. 
Family 9 
Youth 9 is a male who lives with his caregivers and younger sister in the family 
home.  Both caregivers are vocationally educated and have been working full 
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time.  However mother has recently reduced her working hours to facilitate an 
easier transition into secondary school for Youth 9. 
Youth 9 was born with mild to moderate CP with some associated sensory 
concerns, such as touch and texture, eating and swallowing, balance and 
vestibular issues, processing and concentration difficulties and management of 
saliva.  Youth 9 is relatively independent mobilising and moving, despite having 
some issues when he is on uneven ground and ambulating up and down stairs.  
He also experiences some difficulties with repositioning and with fatigue levels 
(GMFCS Level II).  Youth 9 is relatively independent in his self-care skills and 
has difficulty with fine motor skills (MACS Level III).  Youth 9 also experiences 
difficulties in communicating his needs in some environments. 
Youth 9 attends a mainstream school but receives some supports in self-care, 
participation within the classroom, participating in physical education and 
socialising with peers.  Youth 9 has some difficulties with understanding 
limitations and structure and experiences difficulty organising himself 
throughout the day.  Youth 9 does have access to a Teacher’s Aid and some 
minor adjustments to his curriculum. 
Family 10 
Youth 10 is a male who was diagnosed with severely profound CP at birth after 
a negligent incident during his birth.  Youth 10 lives with his caregivers and 
younger brother in a regional area of Queensland.  Both caregivers are 
university educated teachers and have been working full time until recently 
when mother was able to reduce her hours to ease the stress of the balance of 
caregiving and work.   
Youth 10’s CP  affects every aspect of his life with vision and hearing deficits, 
eating and swallowing concerns, probable intellectual impairment and severe 
sleep disturbances.  Youth 10 mobilises with an attendant propelled wheelchair 
and requires full assistance in all activities of daily living including self-care, 
accessing the community and using equipment (GMFCS Level V).  Youth 10 
cannot handle objects and needs assistance for manual tasks (MACS Level V) 
and communicates by movement or behaviour.  Youth 10 is fed by gastrostomy 
(PEG).   
Youth 10’s caregivers are not happy with the school curriculum content that 
Youth 10 is receiving.  Both parents are school teachers and feel that Youth 
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10’s potential far outweighs the curriculum that he has been offered.  He 
receives full Teacher’s Aid support within his education environment and has 
access to specialised equipment, therapy and curriculum adjustments.  The 
family recently built a purpose built home for the family after the settlement of 
his compensation case, and the financial impact on the family has eased 
considerably. 
Family 11 
Youth 11 is a male who was born with CP.  He lives in a regional town with his 
caregivers, older brother and sister and two younger sisters and his 
grandmother.  Both mother and father have attained vocational level education 
and dad works as a local tradesman. 
Youth 11’s CP  impacts his whole body with associated visual, touch, eating and 
swallowing issues, co-morbid epilepsy and problems with thinking, learning and 
memory.  Youth 11 uses an attendant propelled wheelchair in most 
environmental contexts however he is able to self-propel in the family home.  
Youth 11 requires full assistance in moving, self-care and use of equipment 
(GMFCS Level IV).  Youth 11 can handle a range of objects but needs 
preparation or modification to tasks (MACS Level III) and can communicate 
independently in familiar contexts. 
Youth 11 attends a mainstream school; however he attends mostly special 
education classes.  Youth 11 has difficulty accessing his environment and needs 
assistance in all functional daily activities including Teacher’s Aid, adjustment to 
curriculum, and access to specialised equipment and therapy.  As Youth 11 is 
transitioning into secondary school the family have been told that he needs to 
go to a Special School as he is reliant on transport subsidy to get partially 
to/from school, thus allowing access to more appropriate equipment and 
services. 
Family 12 
Youth 12 is a male who was born with severely profound CP.  He lives with his 
father, younger sister and elderly grandparents and more recently his elderly 
great grandfather.  Youth 12’s grandmother is his primary caregiver.  She also 
cares for his younger sister and elderly great grandfather, and simultaneously 
owns a small business.  Despite living on the property, Youth 12’s father does 
not participate in providing care for Youth 12. 
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Youth 12’s CP impacts all aspects of his life, with his whole body affected.  There 
are particular concerns associated with his vision, eating and swallowing.  Youth 
12 is predominantly mobilised through the use of an attendant propelled 
wheelchair and requires full assistance in all aspects of movement, self-care and 
use of equipment (GMFCS Level V).  Youth 12 can handle objects but needs 
assistance and/or adaption (MACS Level V) and he communicates by movement 
or behaviour. 
Youth 12 attends a Special School where he receives full assistance in all aspects 
of self-care, feeding, participation, mobility and interaction with peers.  Youth 
12 receives adjustments to his curriculum, specialised equipment and therapy 
and a Teacher’s Aid to support learning. 
Youth 12’s primary caregiver receives regular in and out of the home respite to 
support her to manage the household and to conduct her business.  She also 
has support from her adult daughter.   
Family 13 
Youth 13 is a male who was born with mild CP and an intellectual disability.  He 
lives with his caregivers and younger brother.  Youth 13’s caregivers both work 
full time and both are educated at university level.  The family recently moved 
home so that they were in the catchment for the Special School that they 
wanted Youth 13 to attend. 
Youth 13’s CP is mild with the only impact being on his left arm.  However he 
has associated vision, eating and swallowing concerns.  Youth 13 is independent 
in mobilising and movement (GMFCS Level I), and requires some assistance 
with some self-care tasks.  Youth 13 can handle objects but needs preparation 
and modification (MACS Level II), and he communicates through movement or 
behaviour.  Youth 13 attends a special school at which he receives full 
assistance in all aspects of self-care, feeding, participation in classes and 
interacting with peers.  Youth 13 receives adjustments to his curriculum and a 
Teacher’s Aid to support learning.    
Family 14 
Youth 14 is a male who lives with his single mother.  Youth 14’s father has 
remarried and Youth 14 has two stepsisters.  His mother does not work as she 
is his primary carer.  She has a basic educational level. 
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Youth 14 was born with CP and foetal valproate syndrome, which impacts his 
gross motor function (GMFCS Level III).  He has sensory concerns with vision, 
hearing, eating and swallowing, and also has problems with cognition, learning 
and memory tasks associated with his developmental delay.  Youth 14 needs 
assistance in some general movements, most aspects of self-care and uses 
mobility equipment to access his environment.  Youth 14 can handle a range of 
objects but needs preparation and modification in most activities (MACS Level 
III).  Youth 14 is able to communicate his daily living needs to people he knows 
however he needs assistance communicating with unfamiliar people and 
environments.  Youth 14 attends a Special School and has difficulty accessing 
his environment using his mobility aids and equipment at school and carries out 
his personal self-care without assistance.  Youth 14 has adjustments to his 
curriculum and furniture.  He receives support from a Teacher’s Aid, accesses 
specialised equipment, and has access to therapy staff (from Education 
Queensland and from a non-government funded disability therapy provider).  
Youth 14 experiences significant physical difficulties accessing his school 
environment and to participating in a broader range of school activities even 
though he is a confident young man.  Youth 14’s mother is concerned with the 
quantity of services that he currently receives. 
Family 15 
Youth 15 is a female who lives with her mother, stepfather, brother and adult 
stepsister.  Youth 15 presents as a typically developing 12 year old with 
concerns relevant for a girl of this age (i.e., friends, boys, independence and 
autonomy).  Youth 15’s younger brother has been diagnosed with Autism 
Spectrum Disorder (ASD).  Youth 15’s mother and stepdad both work full time 
and have achieved basic and higher vocational education levels. 
Youth 15 has been diagnosed with relatively mild CP that affects her four limbs, 
with some eating and swallowing problems as well as epilepsy.  Youth 15 is 
independent in mobilising (GMFCS Level I), general movements and all self-care 
activities.  Youth 15 handles most objects easily and successfully, although may 
have difficulty when a task requires speed and accuracy (MACS Level I), and 
she can communicate independently.  Youth 15 attends mainstream school with 
some support from a Teacher’s Aid, specialised equipment to replace 
handwriting and access to a non-government funded disability therapy service.  
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Youth 15 reports that she has no concerns about school other than what her 
peers think about her.  Youth 15’s mother has had some concerns that Youth 
15 was being removed from the classroom to receive supports.  However, this 
issue was resolved after consultation with the school. 
 
  SUMMARY OF PARTICIPANTS 
It can be seen that the transition period is a significant time for the family unit, 
with some families making major economic and life decisions to assist their child.  For 
example, a number of mothers have left the workforce, or greatly reduced their hours 
of paid employment due to the changing needs of their child.  Thus the impact on the 
household finances is likely to be significant.  A number of the participant families 
specifically moved or changed residence to be closer to better facilities for their child.  
Other families undertook major home modifications to better cater for the needs of 
their child, as the child moves towards teenage years and adulthood.  Additionally, 
some of the participant group are caregivers of multiple people who have special 
needs (e.g., simultaneously looking after other children with special needs or ageing 
parents/grandparents).   
It is clear that Bronfenbrenner’s ecological model provides a strong framework 
for understanding the relationships between contexts biological [or individual]; 
immediate [family, school and community]; and socioeconomic [wealth and service 
support/government].  The predominant interaction seen in the demographic 
information presented and according to Bronfenbrenner’s ecological model is the 
relationship between the individual (the youth with physical disability) and their 
family, school and community (mesosystem).  However, the broader socioeconomic 
and sociocultural (exo and macrosystem, respectively) influence how these 
interactions occur.  Major life decisions (such as moving to different areas, 
renovations, and leaving paid employment) at this time will place significant influence 
on the youth’s immediate environmental context.   
A range of economic and social issues impact on families during this transition 
period.  However, it is clear that the families are resilient and adaptable, and are able 
to make major life adjustments to provide solutions to issues that have arisen.  For 
example, it is evident that the families are able to modify their lives, and homes, to 
better cope and improve their QoL and opportunities for their youth while reducing 
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the amount of stress in the household (e.g., giving up work).  It appears that major 
life decisions made at this seminal period are in response to the changing dynamic 
needs of the youth and caregiver’s need to manage their individual situations. 
 
 PARTICIPANT DEMOGRAPHIC INFORMATION  
This section provides demographic information about the family members as 
well as information about the youth’s capacity to function within activities of daily 
living.  The content presented in the following tables provides additional contextual 
information about the youth and caregiver participants, thereby offering an overview 
of their experiences.  The tables presented in this chapter present a description of 
the participant cohort for this study.  More specifically, Table 5.1 provides group 
descriptive data associated with the participant population, including the youth with 
CP, and their respective families.  Table 5.2 provides information on the impact of CP 
on the youths’ physical and associated impairments.  Table 5.3 identifies the capacity 
of the youth to participate within the contexts that they interact (i.e., their 
environments being home, school and community), schooling requirements and their 
capacity to participate within school activities.  Additional information in Table 5.4 
rates parental expectations and choices of the primary and secondary educational 
institutions, including satisfaction with school features; parental expectations of the 
environment and services; and available secondary school choices. 
Table 5.1 presents the mean age of the youth with physical impairment (M) 
11.67 at the commencement of the data collection, prior to transitioning to a 
secondary school.  The youth with physical impairment cohort predominantly 
consisted of two sub groupings, with a bi-modal distribution, containing six 
participants with a GMFCS level of I and six participants with a GMFCS level of V, with 
an additional two participants with GMFCS level III and one participant with GMFCS 
of level II.  The study participants were predominantly male (13:87%).  The majority 
(13:87%) of the youth with physical impairment had a diagnosis of CP (with or 
without associated comorbid conditions) with a small number (2:13%) of this cohort 
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having a diagnosis of ‘other’ impairment’9.  The youth with physical impairment cohort 
predominantly reside at home with their families (both parents and siblings) 
(10/66%); a smaller group live in single parent homes (4/27%) with either their 
mother or father as their primary caregiver; and one youth lives, and is cared for in 
the grandparents’ home (1/7%). 
 
Table 5.1. 
Participant youth demographic information (n=15) 
                                           
 
 
9 As defined by parental report during the initial interview. 
Characteristic of Participant 
Youth with impairment cohort  
n (%) 
Age of Youth (mean, standard deviation) 11.67 0.617 
Gender:  Male 
Female 
13 (87%) 
2 (13%) 
GMFCS of youth:  Level I 6 (40%) 
Level II 1 (7%) 
Level III 2 (13%) 
Level IV - 
Level V 6 (40%) 
Diagnosis:                  Cerebral Palsy  13 (87%) 
               Other 2 (13%) 
Who lives at home:  Mother 3 (20%) 
Father 1 (7%) 
Grandparents 1 (7%) 
Family  10 (66%) 
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Table 5.2 provides information on the impact of CP on the youth in relation to 
their ability to use their limbs and mobilise independently, as well as their capacity to 
eat and drink independently and associated co-morbid conditions.  The information 
provided in Table 5.3 shows the extent the youth are able to engage with their 
environments through their participation in activities in daily living, such as general 
movements, use of equipment for therapy, self-care activities, communication, 
accessing the community and use of hands.  Table 5.4 explores the nature of 
schooling contexts that the youth attend, both primary and secondary, and identifies 
the things that make participation in school life harder and easier.  For example, the 
ability of the youth to attend a ‘school’ camp is could be severely impacted by their 
physical requirements, support needs and communicative capacity.  
The information provided in Table 5.2 indicates that all of the youth with 
physical impairment have a broad distribution across all limbs/trunk/face and neck.  
There is also a wide distribution across the sensory and other associated conditions 
for the youth, other than issues with hearing deficits.  At least 87% of the youth use 
mobility aids to support their mobility across a range of contexts, with 40% of the 
youth using no assistance for walking.  Most of the youth (80%) are able to eat/drink 
orally.  Over two thirds of the youth (67%) have hearing deficits, and (27%) have 
eating and swallowing disorders indicating the communication issues are likely a 
major issues for many of the participants as they go about their daily lives.  
Table 5.3 shows the extent the youth are able to engage with their 
environments through their participation in activities in daily living, such as general 
movements, use of equipment for therapy, self-care activities, communication, 
accessing the community and use of hands.  Table 5.4 explores the nature of 
schooling contexts that the youth attend, both primary and secondary, and identifies 
the things that make participation in school life harder and easier.  For example, the 
ability of the youth to attend a ‘school’ camp is could be severely impacted by their 
physical requirements, support needs and communicative capacity. 
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Table 5.2 
Group demographic data on the physical impact of CP on the individual (caregiver report) 
(n=15) 
Characteristics of 
participant 
Pn Characteristics of participant Pn 
Body part involved Use % Other conditions Use % 
Left arm 13 (87%) Vision 10 (67%) 
Right arm 10 (67%) Touch 2 (13%) 
Left leg 14 (93%) Hearing - 
Right leg 11 (73%) Eating and swallowing 4 (27%) 
Trunk 8 (53%) Epilepsy 13 (87%) 
Face/neck 10 (67%) Thinking/Learning and Memory 6 (40%) 
Mobility Use % Other 11 (73%) 
Attendant propelled 
wheelchair 
7 (47%) N/A 5 (33%) 
Power drive wheelchair 1 (7%) Eating and Drinking Use % 
Self-propelled manual 2 (13%) Mouth (oral) 12 (80%) 
Walks with hand held 3 (20%) Gastrostomy/PEG/button/NG tube 1 (7%) 
Walks without assistance 6 (40%) Combination of oral and other 2 (13%) 
 
 
Table 5.5 provides a description of participant families at Phase 1 (pre-
transition) and participation status for Phase 2 (post-transition).  Whilst the table 
indicates a loss to follow up (LTFU) in the study, the issue is only noted at this point 
in this chapter (Participant Characteristics), as it will receive further attention in 
Chapter 8 (Discussion). 
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Table 5.3. 
Group demographic data on the individual’s capacity to participate in activities of daily living (ADL’s) (caregiver report) 
Characteristics of participant Pn Characteristics of participant Pn 
General movements Assist No Assist Using equipment Assist No Assist 
Rolling over & moving around in bed 10 (66%) 5 (34%) 
Mobility aids/walkers 8 (53%) 5 (33%) 
Standing equipment (standing frames) 6 (40%) 5 (33%) 
Sitting over edge of bed 8 (53%) 7 (47%) Therapy equipment (balls, rolls, swings) 6 (40%) 5 (33%) 
Standing up/sitting from bed/chair 8 (53%) 7 (47%) Positioning equipment (wedges, corner seats) 9 (60%) 4 (27%) 
Repositioning in chair/wheelchair 8 (53%) 7 (47%) 
Use of hands 
Getting up/down from floor 7 (47%) 8 (53%) 
Walking or using aids/equipment 6 (40%) 9 (60%) Handles objects, successfully with no restrictions 1 (7%) 
Self-care 
Handles objects, but can be slow or not as smooth 4 (27%) 
Handles some objects with assistance  6 (40%) 
Getting on/off toilet/commode/bed pan 7 (47%) 8 (53%) Cannot handle objects and needs assistance for tasks 4 (27%) 
Getting dressed/undressed 9 (60%) 6 (40%) Communication 
Getting in/out of bath 9 (60%) 6 (40%) Independently/easily with known partners 5 (33%) 
Washing self in bath/shower 8 (53%) 7 (47%) Independently/easily in most settings 1 (7%) 
Reposition in chair/wheelchair 8 (53%) 7 (47%) Needs help in most situations 4 (27%) 
Doing therapy exercises (e.g., stretches) 12(80%) 3 (20%) Communicate by movement or behaviour 5 (33%) 
Accessing the community 
Getting in/out of car 8 (53%) 6 (40%) Getting on/off public transport 9 (87%) 6 (40%) 
Getting in/out of pool 9 (60%) 6 (40%) Using stairs and ramps 9 (87%) 6 (40%) 
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Table 5.4. 
Educational context of the youth (n=15) 
Characteristics of participant Pn 
Characteristics of participant 
Variable 
Pn 
School context: Participation difficulties: Harder Easier 
All mainstream classes 5 (33%) Physical ability or wellbeing 9 (60%) 6 (40%) 
Mainstream classes – and additional support for personal care and feeding - Confidence 5 (33%) 10 (67%) 
Mostly mainstream classes/some special education classes 3 (20%) Physical environment / space 6 (40%) 9 (60%) 
Mostly special education classes/some mainstream classes 1 (7%) Equipment / technology 2 (13%) 11 (73%) 
All special education classes 6 (40%) Attitudes of others 8 (53%) 7 (47%) 
Activity difficulties at school: Rules, policies and services 6 (40%) 9 (60%) 
Mobility, self-care, feeding, participation in classroom and at specific classes 
(e.g., physical education), hanging out with friends during breaks or 
communicating with teachers 
14 
(93%) 
Relationships / supports 9 (60%) 6 (40%) 
Attending excursions away from school or school camp 1 (7%) 
 
Supports received in school context:  
Adjustments to the curriculum 11 (73%) Access to specialised equipment 11 (73%) 
Teacher’s Aid (one to one; intermittent) 12 (80%) Access to Education Queensland therapy staffing 9 (60%) 
Adjustments to furniture 6 (40%) Access to other therapy staff  8 (53%) 
Type of School: 
Public 5 (33%) Private 3 (20%) Special education 7 (47%) 
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 CAREGIVERS 
As shown in Table 5.6, the primary caregiver was predominantly the mother 
(12:80%).  Of the primary caregivers, just over half (8:53%) work in paid 
employment for all or part of the time, with seven (7:47%) not working in any paid 
employment.  Of the primary caregivers, all of the cohort have qualifications at 
vocational or university level.  This suggests that the primary caregivers have been 
well educated.  However, only just over half of the group are in paid employment.   
Table 5.6 also shows that the secondary caregiver is predominantly the father 
(10:67%) with four mothers (4:27%) and one grandparent (female 1:7%), and one 
‘other’ classification (1:7%).  Of the secondary caregivers, nine (9:60%) work in paid 
employment for all or part of the time, with six (6:40%) not working in any paid 
employment.  Just over half of the secondary caregiver group (8:53%) have 
vocational level qualifications, with three (3:20%) having achieved undergraduate or 
postgraduate level education, and four not completing post-school educational 
qualifications.  Nearly half (7:47%) of the caregiver group had experienced a similar 
educational transition at some stage with an older sibling. 
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Table 5.5 Sample description at Phase 1 and participation status for Phase 2 (n=15) 
 
 denotes successful completion of Phase 2         Note: A total of 7 families withdrew from the study prior to Phase 2 
 
Family 
Youth Caregiver 1 Caregiver 2 Completion of Phase 
2 Gender Age (years) Relationship Age (years) Relationship Age (years) 
1 Male 12 Mother 48 - -  
2 Male 12 Father 56 - -  
3 Male 12 Mother 45 Father 48 - 
4 Male 12 Mother 47 Father 53  
5 Male 12 Adopted Mother 58 Adopted Father 59  
6 Male 13 Mother 47 Father 43  
7 Female 12 Mother 42 - -  
8 Male 11 Mother 41 - - - 
9 Male 12 Mother 43 Father 41 - 
10 Male 12 Mother 47 Father 56  
11 Male 13 Mother 47 Father 46 - 
12 Male 12 Grandmother 77 Father 49  
13 Male 12 Mother 42 Father 46 - 
14 Male 12 Mother 41 - - - 
15 Female 12 Mother 44 Stepfather 45  
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Table 5.6 
Caregiver employment and educational information (n=17) 
 
 
Variable Caregiver Cohort n (%) 
Primary Caregiver: Mother 12 (80%) 
 Father 1 (7%) 
Grandparents/other 2 (13%) 
Primary Caregiver – Employment: 
Full time/ Part-time 
 
8 (53%) 
Not working 7 (47%) 
Primary Caregiver – Education: 
        Vocational (certificate and diploma) 
 
8 (53%) 
University graduate/ Postgraduate 7 (47%) 
Secondary Caregiver: Mother 4 (27%) 
 Father 10 (67%) 
 Grandparents/Other 1 (6%) 
Secondary Caregiver: – Employment: 
Full time/ Part time 
 
9 (60%) 
Not working 6 (40%) 
Secondary Caregiver: – Education: 
        Vocational (certificate and diploma) 
 
8 (53%) 
University graduate/ Postgraduate 3 (20%) 
No post school education 4 (27%) 
Previous experience of transition to secondary school 7 (47%) 
 Transition for youth with physical impairment and the impact on them and their families                   132
 SUMMARY 
This chapter has presented a picture of the participant groups both in narrative 
and tabular forms.  The first section of the chapter presented a narrative snapshot of 
the participant families and life situations with a focus on the child, living 
arrangements, housing, work and school.  This information illustrated the individual 
complexities for the youth with CP and their interface with a range of environments, 
namely their immediate contexts, including school, community and the relationships 
within each setting.   
The tabular information presented descriptive characteristics, and clinical and 
functional capacity information for the youth that explored the interactions between 
the individual and how they control/manipulate their environment.  The intricacy of 
interrelated issues for the youth compounded as each ecological system of 
Bronfenbrenner’s theory was examined.  These systems included family, school and 
community and the ‘participation’ includes a wide range of physical and emotional 
tasks that encompassed living a ‘typical’ life as an adolescent.   
Activities such as communicating with family, friends and peers; negotiating a 
range of tasks with a wide range of known people (e.g., family, teachers, community 
members) and unknown people (e.g., community members, indirect school staff); 
mobilising around known environments (e.g., school, home and local community 
areas) and unknown environments (e.g., other schools, new community areas, etc.) 
while managing the ability to process new information and relationships are all critical 
tasks for youth who are maturing and establishing their own individual identities 
within their environments.  The intersection of Erikson’s (1963) lifestages and 
Bronfenbrenner’s (1979) ecological theory is evident in this participant group, where 
the interaction between the individual lifestage  or microsystem (i.e., the individual) 
and mesosystem (i.e., immediate context such as family and school) is critical to a 
well-rounded and successful environment to support youth to develop.  Additionally, 
the framework of lifestages and ecology is critical to assist our understanding of the 
impact of CP on, not only the youth, but also their families.  Therefore, consideration 
of the nature of a range of individuals and systems that coincide within different 
educational contexts is critical.  The capacity of typically developing youth learning to 
traverse and manage themselves within new and changing social, emotional and 
physical environments is challenging.  Similarly the capacity of those youth with 
specific needs across a range of domains, would find these challenges.  The added 
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complexity of managing or engaging with new support persons in activities of daily 
living, such as feeding and personal care could be confrontational for a young person.  
Additionally, establishing themselves within an educational environment that is ever 
changing and at times difficult, could be problematic for those youth who have 
demands beyond those of their typical peers. 
This chapter has examined the caregiver participants and their caregiving role.  
Academic qualifications, capacity to earn a wage within the context of being a 
caregiver and gender based caregiving were also discussed.  Similarly, information on 
whether the families had experience in this type of educative transition was provided.  
With regards to the caregivers, it is important to note that the findings arising out of 
the quantitative data contextualises the adaptability of the families to adjust to 
fluctuating situations.  This can be seen by caregivers adjusting living situations, 
managing renovations, adjusting working arrangements by changing jobs, reducing 
hours or alternatively leaving the paid workforce to enable caregiving arrangements 
that work better for the individual families.  This rich, fertile and intense demographic 
information reveals a ‘life story’ of adaptability, flexibility, strength and resilience 
among families who are managing to raise youth with physical disability. 
 
 CONCLUSION 
This chapter has explored a range of characteristics of the participant group.  
First, a rich narrative description of each of the youth participants was presented, 
giving an evocative and vivid picture of the individual young persons who live with CP 
and how they engage with their environment.  Broad group demographic information 
on the participant groups (youth, caregivers and siblings) then followed this narrative.  
The following chapter, Chapter 6 presents the quantitative and qualitative data 
analysis of Phase 1 (pre-transition) data, including results, interpretation and 
discussion about the transition and how it impacts on families and youth with physical 
disabilities who are moving from primary to secondary school. 
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Chapter 6: Phase 1 Results 
 INTRODUCTION 
Chapter 6 presents the results from Phase 1 of this study.  Initially, the 
quantitative results for youth with physical impairment and their caregivers are 
described.  Then, the findings from analysis of qualitative data obtained from 
interviews with caregivers are subsequently presented.   The quantitative results 
provide valuable information about the QoL of youth with CP and the personal 
wellbeing of caregivers as well as the strain experienced by caregivers, prior to the 
youth’s transition from primary to secondary school.   They also provide baseline 
information from which to assess continuity or change between Phases 1 and 2 of the 
current study, when the youth with CP had completed this transition.   The results of 
this comparative analysis are reported in the following chapter, Chapter 7.   The 
qualitative results reported in this chapter give context to the quantitative findings for 
the caregiver group, in terms of the complex nature of life stressors that affect the 
personal wellbeing of those who care for a youth with CP.   
 
 QUANTITATIVE RESULTS 
 QoL of Youth with CP  
Prior to the transition from primary to secondary school, youth with CP were 
found to score above the cut-off for lower QoL10 for all five of the life domains 
examined, but there were differences across these domains.  The median value 
and interquartile range (IQR) of scores for each domain shown in Table 6.1, 
indicates that the youth ratings of satisfaction are lowest in the ‘feelings on 
functioning’ domain (median = 55.0; IQR = [27.50, 87.50]).   ‘Social wellbeing’, 
‘school wellbeing’ and ’general wellbeing and participation’ ranked first, second 
                                           
 
 
10 A score of below 50 indicates a lower level of life satisfaction within each domain. 
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and third as the most highly rated domains of life by this group, and 
‘communication and physical health’ ranked fourth.   It is noteworthy that self-
perceived QoL was found to be highest for the domain of ‘social wellbeing’.  
Despite high levels of disability, the study youth appeared to have good levels 
of satisfaction with their school life, social relationships and general wellbeing.  
Although caregivers reported anecdotally during interviews that the youth’s 
friendships and relationships at school and in the community were poor, this 
was not reflected in the findings derived from a combination of youth self-report 
and report by proxy11.  Interestingly, the two life domains for which youth 
reported lowest levels of satisfaction are those that are directly related to the 
condition of CP (difficulties associated with speech and communication, and 
physical functioning and health).  The youth may be aware of the impact of pain 
on their capacity to mobilise around their environments; experience struggles 
using their limbs to use everyday tools, such as pens, pencils, electronic devices; 
and have difficulty communicating with their peers and significant others in their 
environments, such as teachers and other school staff. 
 Carer Strain and Personal Wellbeing of Caregivers 
The findings from analysis of data obtained from caregivers, which were derived 
from their responses to items from the Modified Caregiver Strain Index 
(MCSI)12, indicate that as a group, caregivers were experiencing high levels of 
strain during the period just prior to the transition from primary to secondary 
school.  The median score for the caregiver group was three points higher than 
the cut-off between low and high strain (median=16.00), although strain scores 
varied considerably between individuals (range=4-21).  Higher strain was found 
to be positively correlated with the GMFCS of youth with CP (Spearman’s 
rho=.525), such that a higher level of disability was associated with a higher 
level of carer strain.  Caregivers scored considerably higher on the domains of 
                                           
 
 
11 Proxy reporting – within the context of disability, is when a caregiver or informal decision maker responds on 
behalf of the person under question who is unable to respond themselves, for example in the case of a person who 
has an intellectual disability. 
12 A score on the Modified Carer Strain Index of above 13 demonstrates higher levels of caregiver strain, with possible 
scores on this index ranging from 0 to 26. 
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‘other demands on time’ and ‘adjustments to work’ than the other domains 
covered by this instrument.  This indicates that while the process of caregiving 
is likely to be burdensome in and of itself, this role serves to increase the strain 
experienced through the need to juggle other demands on a caregiver’s time 
(such as paid work). 
 
Table 6.1 
QoL of youth with physical impairment (n=15) as measured using the CP-QoL-Adolescent 
CPQoL-Adolescent Domain 
Maximum 
possible 
score 
Median IQR 
General wellbeing and 
participation 
100 64.3 57.76, 76.19 
Communication and physical 
health 
100 57.4 54.41, 73.43 
Feelings on functioning 100 55.0 27.50, 87.50 
School wellbeing  100 75.0 57.81, 81.25 
Social wellbeing  100 85.7 75.00, 94.64 
 
Table 6.2 illustrates that total median parent wellbeing was within the typical 
range (80.00, [50, 80]).  The table also provides information on the self-
perceived wellbeing of both genders (as pooled groups across domains). 
Caregivers scored considerably higher on the domains of ‘standard of living’, 
‘personal relationships’ and ‘feelings of safety’, with both male and female 
caregivers scoring similarly across these three domains.   This indicates that 
although the process of caregiving is likely to impact on an individual’s 
wellbeing, generally these caregivers feel safe within their communities, have a 
good standard of living and their personal relationships are stable and 
supportive.  The lowest scoring domains are that of ‘health’ and ‘future security’, 
with scores at the lowest end of or below the typical range.   This indicates that 
both male and female caregivers feel that there is an impact on their health 
needs due to the caregiving role as well as their capacity to secure their own 
future needs once their youth is an adult.   The domains of ‘part of the 
community’ and ‘spirituality or religion’ show the largest gap between the male 
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and female caregivers.  The findings indicate that female caregivers feel that 
the role of caregiving impacts on how well they are able to interact with their 
local communities, in particular how much they feel a part of that community, 
and their spirituality.    
 
Table 6.2 
Personal wellbeing of caregivers (pooled, females, males) as measured using the Personal 
Wellbeing Index 
Domain Group  N Median IQR 
Standard of living 
Female 12 80 42.50, 90 
Male 5 80 60, 80 
Health 
Female 12 45 30, 60 
Male 5 60 40, 65 
Achievement in life 
Female 12 60 50, 90 
Male 5 80 70, 90 
Personal 
relationships 
Female 12 80 35, 97.50 
Male 5 90 35, 100 
Feeling of safety 
Female 12 70 40, 87.50 
Male 5 90 80, 100 
Part of community 
Female 12 55 40, 80 
Male 5 80 25, 90 
Future security 
Female 12 50 22.50, 77.50 
Male 5 60 30, 80 
Spirituality or 
religion 
Female 12 50 50, 80 
Male 5 80 50, 95 
 
Table 6.3 presents the results of analyses undertaken to assess possible 
differences in scores obtained from youth with physical impairment that were 
measured from self-report or report by proxy.  Significant differences were 
found for the domains of general wellbeing and participation, communication 
and health, and feelings about functioning, but not the school and social 
wellbeing domains.   
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The Mann Whitney U test revealed no significant difference in personal 
wellbeing scores of male (Md = 12.5, n = 5) and female caregivers (Md = 7.54, 
n = 12), U = 12.5, z = -1.999, p = .46, r = -.483.  However, the small size of 
the male group may have masked possible differences.    
An examination of carer strain levels of parents whose children were in 
mainstream education compared to parents whose children were in special 
education was also conducted.   The Mann Whitney U test revealed a significant 
difference in levels of strain reported by carers by virtue of the type of school 
the youth were attending (Mainstream Md = 8, n = 8) and Special (Md = 21, n 
= 7), U = 9.500, z = -2.147, p = .03, r = -.553.  The estimate of difference 
reached significance at the level of .03, in effect, caregivers of a youth attending 
special education were slightly more likely to report having higher levels of carer 
strain than parents whose youth were attending mainstream schools.   
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Table 6.3. 
Comparisons between subgroups for CPQoL (self versus proxy reports), personal wellbeing (female versus male caregivers), and caregiver strain 
CPQoL Domain Group Max possible score Median n U Z p r 
General wellbeing and participation 
Self 100 76.19 8 
8.00 -2.317 .02* -.5913 
Proxy 100 62.50 7 
Communication and physical health 
Self 100 69.93 8 
6.00 -2.548 .01* -.653 
Proxy 100 54.41 7 
Feelings on functioning 
Self 100 81.25 8 
5.00 -2.664 .00* -.683 
Proxy 100 32.50 7 
School wellbeing 
Self 100 79.69 8 
15.50 -1.453 .14 -.373 
Proxy 100 67.19 7 
Social wellbeing 
Self 100 87.50 8 
12.50 -1.797 .07* .463 
Proxy 100 75.00 7 
Personal wellbeing (Caregivers) 
Females 100 7.54 12 
12.50 -1.999 .46 -.483 
Males 100 12.5 5 
Caregiver strain 
Mainstream 26 8.00 8 
9.500 -2.147 .03* .553 
Special  26 21.00 7 
p <0.05 
                                           
 
 
13 r = z / square root of N where n = total population of cases. 
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 DISCUSSION OF PHASE 1 QUANTITATIVE RESULTS 
 Youth with CP  
This study examined the wellbeing of youth with physical impairments and their 
families in the lead-up to negotiating the transition between primary and 
secondary school.  The findings from Phase 1 indicate that, in general, the youth 
with CP had a good QoL as measured by the CPQoL.   
Of the five domains measuring QoL, the highest scores among the cohort were 
found for school and social wellbeing, suggesting that youth feel most happy 
about their respective schools and peer relationships.   Scores were found to be 
lowest for their feelings about their capacity to function within the contexts of 
school, home and community.   Self-report and proxy measures were found to 
be significantly different with regards to functioning at school and in other 
environments, with scores obtained from proxy report being lower than those 
from self-report.   
This difference may reflect the proxy interpretation of the concept of ‘functioning’ 
of the youth within a context that the caregiver does not directly observe.  
Difficulties that could arise for the proxy reporter are evident in their proxy 
reporting when attempting to account for relationship dynamics such as getting 
along with peers, teachers and other students at school; equitable treatment 
within the ‘student group’; and whether they are functioning well and 
participating in school and community activities.  Benchmarks used by proxy 
reporters and youth themselves in answering questions on matters such as 
functioning may differ to a considerable degree, with proxy reporters being 
influenced by their own expectations and judgments of what constitutes ‘good’ 
or ‘poor’ functioning.  Differences in scores between proxy and self-report of QoL 
among children with physical impairment have been observed in previous studies 
(Waters, Maher, Salmon Reddihough & Boyd, 2005; Davis et al., 2007; Davis et 
al., 2008).  Whilst it is preferential for the individual to respond themselves, there 
are acknowledged inherent difficulties of exploring the QoL for individuals who 
have an intellectual disability, and as such, the most appropriate ‘next best’ 
measure is the use of a parent proxy using a complementary instrument 
developed in collaboration with the self-report version. 
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The high levels of QoL reported by and for youth with CP indicate that they are 
generally happy with their schooling and the social aspects afforded to them 
within an equitable peer-to-peer environment.   Perhaps classroom placement 
with peers allows for greater satisfaction with peer relationships, notwithstanding 
the impact of separation from peers at mealtime breaks. 
 Caregivers – Wellbeing and Carer Strain 
Caregiver wellbeing results in the current study are largely inconsistent with 
findings from previous studies (Cummings & Lau, 2013), with ‘group’ caregiver 
QoL, as measured by wellbeing, not lower than population norms.  Cummings 
and Lau (2013) found that adult personal wellbeing was within an average range.  
The current study found that parental wellbeing was similar to population norms.   
However, exploration of the domains in this phase of the study highlights the 
impact of caregiving on caregivers specifically around their ‘health’ and ‘future 
security’.  The difference in the study participation rates of paternal figures was 
considerable, with most of the caregiver’s being female.   
Domain scores were highest in the areas of ‘personal relationships’ and ‘standard 
of living’ among maternal figures.   Study findings indicate that although there is 
a difference between specific life domains for this caregiver group compared to 
the broader population, on general wellbeing the caregiver’s, especially mothers, 
experience more stress and change to their wellbeing than families who do not 
have children with disabilities.   The caregivers in the current study did not 
consider caregiving of a family member as burdensome, despite having 
considerably high levels of carer strain.  The findings of the current study support 
the literature (Cummins & Lau, 2013).  The lowest scoring domains in personal 
wellbeing were ‘health’ and ‘future security’ with a correlation between financial 
demands and ‘future security’ and also ‘standard of living’ indicating that 
caregiving may have a negative effect on the financial resources of the 
household.   The finding that families are concerned about the state of their 
finances aligns with the broader literature, which highlights the financial impost 
of caring as being especially marked and more keenly felt by families who already 
live on low incomes and in some cases, poverty.  Despite parents’ high scores in 
the domain of general personal wellbeing, their scores for ‘health’ and ‘future 
security’ were low.  However, the results tend to suggest that the impact of 
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caregiving on health does not necessarily compromise caregivers’ sense of overall 
personal wellbeing.   
 
 QUALITATIVE RESULTS 
The following section presents the analysis of the qualitative data gathered from 
interviews with caregivers during Phase 1 of the study.   This data provides insight 
into how families were managing the transition process, their ability to navigate the 
educational system to obtain support, and their knowledge and resources - all while 
maintaining the family dynamic.    
Interviews with caregivers were conducted during the pre-transition phase of 
data collection.  These interviews were developed to establish an understanding of 
the experience of the caregivers during this phase of transition.  The qualitative data 
from the interviews were transcribed into an electronic data tool to allow for analysis 
of the dataset.  A number of codes were established from the qualitative data.  These 
codes were then transformed into a range of predominant categories. 
A two-pronged approach was undertaken to analyse the qualitative data.  The 
data were first analysed using In vivo coding (see Table 4.1), to establish a range of 
codes that could be transformed into broader themes that explore the predominant 
issues for the families during this transition phase.   Additionally, a second level of 
coding was conducted.  This coding was conducted to explore the impact upon 
caregivers’ emotional wellbeing during this transitional phase.   
The range of codes that emerged from the qualitative data included: 
friendships, caregiver relationships, family dynamics, financial burden, employment, 
juggling of family responsibilities, youth developmental needs, environmental access, 
personal care needs of youth within context, access to generic community services to 
support students and families, disability support needs, access to appropriate 
resources within the school context, decision making, transition programs, 
information availability, educational system knowledge of disability, home 
modifications, electronic resources, transporting, and logistics in accessing 
educational environment.  These broad ranging concerns were subsequently 
organised into six categories: 
1. Access to services that promote functionality and integration; 
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2. Access to information; 
3. Financial burden; 
4. Social dynamics; 
5. Family adjustments; and  
6. Environment. 
 Access to Services that Promote Functionality and Integration 
A key issue for families during the pre-transitional phase was access to services 
and information.  These services included allied health therapy support, and 
liaison and guidance services from the educational systems.  These services 
support not only the decisions that must be made by the caregivers, but also the 
amenities that allow the individual youth to maintain and generalise skills, such 
as communication, mobility, problem solving and management of friendships.  
Additionally, specific information on school availability, school capacity, and types 
of electronic services available in the schools, and how these match with the 
individual needs of the youth emerged as fundamental to the decision making of 
the caregivers in relation to identifying an appropriate secondary school 
placement for the youth.   
 
Therapy services and expertise and accessing resources within an 
educational context 
The communication needs of young persons are critical to their emotional and 
personal development, which are vital for all young persons with disabilities.  
The ability to communicate is essential to engage with life and the people in 
that life.   Being able to communicate one’s needs is fundamental; however, it 
is also critical for the caregiver/teacher to be able to understand what is needed.  
Therefore the essence of social relationships is the potential to effectively 
communicate for all persons.  Access to services that assist the young person 
to maintain and generalise their communication skills is critical; in particular, 
during transitional life periods, one of which is adolescent development.  The 
caregivers highlighted that not only is there a significant lack of available 
therapy services (physiotherapy, occupational therapy, speech and language, 
and psychological therapies) to enable good developmental support for the 
youth but also to support the caregivers and teachers to understand the youth’s 
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changing needs.  These key supports assist youth with problem solving, social 
skills development and learning to manage themselves across a range of 
contexts.   Not only is there the need to support the individual youth, the 
translation of the individual’s known communicative strategies into the new 
educational context are also a key issue.  This includes specifics about changing 
accessibility needs due to growth and development, as well as the integration 
of the youth’s specific communication device into their curriculum.   A systemic 
issue of environmental access to communicative devices was identified as 
particularly problematic for most of the participant group.  These allied health 
supports are also critical when supporting a youth to mobilise and navigate 
around the new environment.   
 
“…[Y1] was required to get an iPad 2 but he doesn't/can't use it at school, 
or alternatively they don't have the resources to go on the device or the 
internet access to support the device...“  
(Family 1, Caregiver 1) 
 
“...[Y3] uses own electronic devices at school - though [there are] issues 
with software accessibility to support him in school - we have [had] to 
purchase additional hardware and software so that he can access the 
curriculum in the school...“  
(Family 3, Caregiver 2) 
 
This issue is one of extraordinary importance to the individual and their capacity 
to engage with their environments.   It is also highly complex.  The complexity 
of the youth and their idiosyncratic needs relative to their individual CP and the 
communicative solution that has been developed for them allows the person to 
be able to manage themselves within a multi-environmental context (i.e., home, 
school, and community).  Therefore, it is critical that this communicative 
solution be considered a part of the individual youth’s holistic presentation and 
that it be recognised as the key means by which he or she can realise their full 
potential emotionally, academically and socially.   
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The lack of access to therapy services also highlights that the translation of a 
range of individualised communicative strategies into a single service system 
(education) is problematic from a service user and system perspective.  It is 
noteworthy that a number of the families highlighted the motivation to change 
the communicative strategies of the individual youth to another communicative 
platform that serves the needs of the system, rather than the individual 
communicative needs of the youth.   Further, it is apparent that purchasing 
these devices places an additional and significant financial burden on families.   
 
“...the electronic resources that we were told to get can't be connected to 
the school server/database so [there are] difficulties in engaging in all 
aspects of curriculum…“  
(Family 9, Caregiver 1) 
 
Other associated allied health therapies (physiotherapy, occupational therapy 
and psychology) were identified as being required during this developmental 
period.  Access to the environment (mobility) around the school and community, 
for example, is important for youth for the purpose of engaging socially with 
the wider community.   Prescriptions of new and modifications to existing 
wheelchairs, as well as prescriptions to enable the use of and access to 
communicative devices and activities (such as environmental controls on power 
chairs, self-propulsion in manual wheelchairs and fine motor skills such as use 
of tools (pens, pencils, electronic wands to access electronic devices and the 
use of cutlery for eating) are vital therapy services that are fundamental to the 
developmental needs of the youth and their ability to undertake activities of 
daily living.  Lack of access to these services during this critical developmental 
period and education transition, in particular, is challenging for families.   
Of particular note, access to therapy staff is needed by the caregivers to provide 
guidance and advice when exploring the secondary educational institution and 
its potential to maintain and provide youth with their individual and growth 
needs.   While the parents are the experts on the individual youth, it appears 
they may not have the knowledge or expertise to identify the precise questions 
 Transition for youth with physical impairment and the impact on them and their families                   146
they need to ask of the school to make the most informed school placement 
decisions.   
 
“...[Y3] independently mobilises where possible in [the] school 
environment – [there are] some areas where [Y3’s] power chair [is] 
unable to go...“ 
(Family 3, Caregiver 2) 
 
“[I am] unsure of what curriculum adjustments need to be made and what 
questions [we need] to ask the Principal…“  
(Family 7, Caregiver 1) 
 
While some support from system-based staff, including Advisory Visiting 
Teachers (AVTs), allows for some understanding of the school’s capacity to 
support the youth, caregivers did not feel that this provided a holistic 
understanding of the match of the youth to the school and how well the youth 
would be aided within that context. 
 
“...staff from primary school are moving across to the secondary school 
along with him and they have made sure that his information is 
transferred and they take along a substantial understanding of him.  We 
felt very supported by both the primary and secondary schools during this 
transition - though the fact that we had the same teachers and AVT 
moving into the same school that he was going was a blessing for this 
going well, and we felt that the school we finally decided on sending him 
to has been a good fit for him…“ 
(Family 6, Caregiver 1) 
 
Transport to and from school 
Of particular significance is the issue of families being able to transport their 
youth to and from school.  Typically developing youth would generally be able 
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to use public transport in some form to get to and from school.  Families of 
youths who use a wheelchair face a range of barriers in ensuring that he or she 
is able to get to and from school.   If the family has a wheelchair accessible 
vehicle, they could potentially ensure that their youth attends school, if the 
school is easily accessible and if the transporting suits the routine of the family.  
Generally, those youth who are in wheelchairs, or alternatively, those youth 
who may be ambulant and who attend Special schools, would be able to access 
a Transport Program.  Difficulties arise when school choice does not fit the 
parameters of the transport program, the area where the youth lives or costs 
involved. 
Concerns about injury to youth from other students involved in the transport 
program, program criteria for access to the program, and eligibility for full or 
partial provision of transporting service (due to the geographical parameters of 
the program) were raised as an issue.   A lack of flexibility in the programs led 
to significant concerns for families who need access. 
 
“...the transport service is a funded service ...  it hasn't been organised 
for Day 1 - forms have been done, but no information [was provided] on 
what is happening ...  So I will have to do it…“ 
(Family 4, Caregiver 1) 
 
“...the school that was chosen for our son was not in the catchment area 
for our residential suburb, so we had to make a ministerial complaint to 
get access to supported transport to get him to/from school … and then 
we could only get partial access and we have to juggle our employment 
to ensure that our youth can be dropped at my work after school…“  
(Family 3, Caregiver 2) 
 
“...[There are] significant issues with transporting him to school – [we] 
live out of town on a large piece of land, we must take [our] youth to a 
bus stop closer to town and then he is picked up by the school transport 
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and the same in the reverse – [the] whole process [was] not set up at 
commencement of school…“  
(Family 11, Caregiver 1) 
 
Access to generic Out of School Hour Care programs (before/after 
and school holiday programs) 
Out of School Hours Care programs are generic programs that any child should 
be able to access across a range of timings.  These are the before and after 
school care programs and school holiday programs that are conducted by either 
privately funded programs (childcare centres) and generic community programs 
(Police Citizens Youth Clubs – PCYCs) rebated by Centrelink, or conducted by 
the school itself.   Generally, typically developing children in contemporary 
society attend these programs to enable families to have both parents in 
employment to allow single parents to access employment opportunities.   
Families with youth who have disabilities, whatever form these take, face a 
range of barriers that tend to preclude access to these programs.  Typically, 
families face the issue of non-access due to low staffing ratios, extra costs to 
supplement staffing, poor knowledge of childcare staff of disabilities and the 
skills needed for providing appropriate care, availability of placements, and 
issues associated with transportation and personal care arrangements (e.g., 
wheelchair accessible vehicles and access to universally designed toileting areas 
and hoists).  Disability-funded programs do not allow for staffing 
supplementation at these programs.  These significant barriers to participation 
are seen broadly within a primary school age context.   However, when a youth 
attends a secondary school environment, there is a complete lack of suitable 
programs.  Generally for secondary school students, the only available 
placement is at a PCYC, and the main barrier is the staffing levels associated 
with those programs.  Often families need to ensure that there is a parent 
available to care for the needs of the youth in their home on school holidays 
and the caregivers also have to ensure that they are able to juggle work 
commitments around before and after school care arrangements. 
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“...[The] juggling of transport to/from school; parents getting to/from; 
availability of someone to be at home to support him after school...“ 
(Family 3, Caregiver 1) 
 
“...[We] had to hire a nanny to be at home so that parents could continue 
working...“  
(Family 10, Caregiver 1) 
 
“…[We] need information and access to school holiday and before and 
after school care programs...”  
(Family 14, Caregiver 1) 
 
 Access to Information 
Families in this study identified access to valid, reliable information that meets 
a diverse range of complex needs is crucial for them when seeking to make 
major life decisions for their youth.  The availability of information is critical and 
specific to a range of issues that are relevant to informed decision making for 
caregivers.  Caregivers highlighted that relevant and easy to read information 
is important so that they can identify the best possible academic program that 
will suit the individual needs of their youth.  Thus, information availability is 
fundamental to supporting caregivers to make decisions.   
Information that will allow for informed decision making  
The decision making that is required to ensure that a youth’s developmental 
potential is reached (including academic, social and developmental) involves the 
understanding of complex issues.  Parents ideally wanted to be assured that 
their youth would be supported holistically in their developmental needs.   The 
significance of the school enrolment decision could ultimately limit the potential 
of the individual youth, affect a critical developmental period and place the 
youth in a perceived unsafe situation.   Impacts could be concerns such as: lack 
of support for personal care arrangements or availability of resources to provide 
such care arrangements; inappropriate placement of youth into class group 
placing a youth with CP into a class of youth with intellectual impairment and/or 
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challenging behavioural issues; and use of transport arrangements that mean 
the youth is travelling with peers who use challenging behaviours to serve a 
purpose). 
Depending on the individual needs of the youth (intellectual, cognitive, sensory, 
physical or emotional), access to information about which would be the best 
school choice has surfaced as the primary concern.   The families who had a 
youth with an intellectual disability were typically targeted to attend a Special 
School in their catchment area.   Those families who had youth who did not 
have an intellectual disability were focusing on the mainstream schools in their 
catchment area, outside their catchment area or an independent school of 
choice.  There were considerable decision making trade-offs with targeting 
specific schools.   Some of the families felt that a safe and accessible 
environment and staff who understand the developmental, physical, psycho-
social needs and/or personal care needs of the youth were the most important 
factors, and as such chose to send the youth to a special school even though 
this would limit access to a mainstream curriculum.   In other words, caregivers 
were prepared to drive long distances to get the ‘right fit’ between youth and 
school environment or were willing to sacrifice the academic aspects of the 
youth’s education to ensure a safe environment with staff who are skilled in the 
relevant care needs.   Other families, whose youth had considerable mobility 
needs (e.g., use of power chairs and substantial accessibility issues for 
communication devices), chose to send the youth to a mainstream school, with 
some supports in inclusive classes.   These ‘trade off’ decisions were made with 
the notion of ‘best fit’ between the youth’s personality and the school 
environment, which was observed to be key factor when deciding about 
schooling.    In all of the cases, information about the school, including their 
capacity to support the individual youth, school philosophy and values, school 
knowledge of disability issues in particular that of CP, and accessibility of the 
curriculum for the youth with appropriate resources, was required. 
 
“...[Y3] uses a teacher’s aide to access...personal care needs - use of 
hoists etcetera.“ 
(Family 3, Caregiver 1) 
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“...the teacher needs to know and understand his needs so that they can 
adjust as they typically teach a class ...  we assumed the teachers would 
know and understand about CP  and how it affects someone..."  
(Family 5, Caregiver 1) 
 
“...we organised for the learning support teacher to come to us to provide 
us with some information on how things will go - diaries and curriculum –
we then had to organise him, colour code etcetera.  so at least he had 
some idea of what was happening...“  
(Family 8, Caregiver 1) 
 
“...[The] special school [is a] total adjustment for all educational 
requirements - no expectations on him...“  
(Family 12, Caregiver 1) 
 
“...there was a lack of information for the parents on what the secondary 
aspects would be for the student and the parent...“  
(Family 7, Caregiver 1) 
 
"...we attempted to engage with an independent school, one which his 
younger sibs will go to, and they were difficult to deal with and would not 
provide information on how they could support him.  We decided not to 
continue with that and decided on a mainstream secondary public school 
who were fabulous in organising how they could support him.  He will be 
totally supported in their SEDU at the school and will remain a part of the 
school community." 
(Family 6, Caregiver 1) 
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“…[The] choice of school was determined by child/school match not by 
school catchment…“  
(Family 3, Caregiver 2) 
 
“...school choices ...  in hindsight when we started this somebody should 
have been able to give us a list with the options that we had for choice 
...  it was like well, you just go and investigate each school and 
decide...it was very much what do you want for him for a school ...  
well, we don't know what's available ..."  
(Family 4, Caregiver 1) 
 
Ultimately, regardless of the complexity of support needs for the individual 
youth, or the type of school that they were looking to attend, there was a dearth 
of support and information available to support the families to make the best 
decision for the educational and support needs for the individual youth. 
 
Access to a transition program 
Transition phases for persons with disabilities are critical periods of time.  A 
good transitional approach can support a person with a disability to successfully 
navigate through a challenging process.  The qualitative data has shown that 
while there may be some attempts to prepare youth and conduct a transition 
program from a primary school context into a secondary school context, 
ultimately, there does not appear to be a systemic co-ordinated approach to 
such a process.  The conduct of a ‘transition program’ by the primary school 
was seen as an essential element to support families during this transition 
process.  The educational system (public mainstream, special school and 
independent schools) does not appear to cope with a diversity of options for co-
ordinating such a program. 
 
“...[The] transition program provided by [the] primary school - two days 
and an additional day organised by dad...”  
(Family 2, Caregiver 1) 
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“...a range of poor guidance across a range of services [education].  
Being able to visit schools, to see whether they had the appropriate 
supports.  Interview the Principal - hit and miss, finally was able to meet 
special education teacher, who was marvellous, on day before school 
started of that year.  So that was finally very easy and really good, first 
to go through that with her and then hand over all the forms.  On the 
first day of school we were met at the carpark and he was taken to his 
class room by two strange teachers...he was fine with it all...."  
(Family 4, Caregiver 1) 
 
"There was no transition program in the mainstream area of the primary 
school…The Special Education Unit organised some transition times into 
the secondary school.  We did some public transport training with him, so 
that he was able to navigate the bus system to get to and from school."  
(Family 5, Caregiver 1) 
 
"...we felt very supported by both the primary and secondary schools 
during this transition - though the fact that we had the same teachers and 
AVT moving into the same school that he was going was a blessing for 
this going well and we felt that the school we finally decided on sending 
him to has been a good fit for him...”  
(Family 6, Caregiver 1) 
 
”...[There was a] lack of information on campus transition...  “ 
(Family 7, Caregiver 2) 
 
“...[There was] no transition program offered… “  
(Family 9, Caregiver 1) 
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“ …[There was a] good transition preparation process to the secondary 
campus...  “  
(Family 10, Caregiver 1) 
 
“…[The] transition was organised and led by the parent – [the] school did 
not do anything…“  
(Family 15, Caregiver 1) 
 
“...[Y10] missed the transition program as he was unwell and [there 
was] no back up [transition program] to provide the information once he 
was better, so we had to cobble something together in getting 
information to satisfy our needs…”  
(Family 10, Caregiver 1) 
 
It appears from the interview data that families feel compelled to make 
uninformed decisions for their youth’s next schooling journey, due to a lack of 
relevant and valid information and as a result of the youth potentially failing to 
benefit from good transitional support arrangements.   Additionally, not having 
access to such transitional programs may preclude the youth from the 
opportunity to understand the context within which they will be navigating, such 
as meeting teachers and friends to support them to prepare for the next phase 
of their education.   Families were also required to organise this transition 
process themselves, with little to no support.  Typically, the caregivers have 
decided on the school based on the needs of the child, whether that be personal 
care/safety or ‘best social fit’ and they ultimately have to hope that the youth 
will be able to achieve their full potential within the educational context that 
they are placed. 
 
 Financial Burden 
The third category of concern for the families during this transitional period is 
the impact of the ‘financial burden’ on the family.  The financial burden occurred 
in the transitional phase between educational contexts and at a time of 
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developmental transition from child to adolescent/youth and changing physical 
demands on the parent(s).   At this time, many of the caregivers either gave up 
paid employment or reduced their hours to support the youth during this 
transition. 
Examination of the data reveals that there were three primary financial worries 
for families during this time: 
a) Costs of home modifications/renovations to allow for developmental 
physical growth for the youth and the use of specialised equipment, in 
particular in bathrooms, doorways and larger spacious areas of homes; 
b) The purchasing of electronic goods, at the behest of schools, to 
accommodate the communicative/academic needs of the youth (i.e., 
speech generating devices, IPads);  
c) Caregiver employment opportunities. 
 
Home modifications or changes 
A large number of the families were requiring, or in the process of conducting 
specific home modifications to accommodate the growth needs of the youth.  
This included the modification of bathrooms, hallways and doorways to 
accommodate the use of larger mobility devices within the home including hoist 
accommodations (ceiling and mobile) in bedrooms and bathrooms; increasing 
doorframe widths; larger bedrooms for the youth; placement of bathrooms and 
bathroom size increases; the purchase or building of specific properties that 
allowed for the use of power chairs within the home; and the development of 
apartments/nanny or carer quarters.   The financial burdens for the families 
were unique in that some families have sought external funding, used 
superannuation accounts, sought loans and used lawsuit payments to enable 
the creation of appropriate family space.   This forward planning allowed for 
growth to meet the youth and family needs, as well as easing caregiver burdens 
in supporting growing youth with physical disability. 
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“...[We have to conduct] house renovations to suit his [accessibility] 
needs...“ 
(Family 6, Caregiver 1) 
 
Purchasing of electronic devices and vehicles 
The findings highlight that vehicle modifications constituted an additional 
financial burden for families.  In some circumstances, existing vehicles required 
upgrading to allow for the use of wheel chairs.  The purchase of a pre-modified 
vehicle was also considered an option.  However, not all vehicles can be 
modified.   Thus, the purchase of a new vehicle can be a significant financial 
commitment.  Costs associated with vehicle modifications were mostly funded 
by the individual families, as there was little financial support available to them.  
Additionally, purchasing speech generating devices and other electronic devices 
to suit the communication needs of the individual are substantial, not only within 
an educational context but also at home and in the community.  Despite the 
availability of some funding grants for purchasing speech generating devices, 
the trial periods are lengthy and the costs of devices are significant. 
 
“…we have had to purchase and modify a vehicle that will take a larger 
power chair as he grows...“  
(Family 3, Caregiver 2) 
 
“...the electronic resources that we were told to get can't be connected to 
the school server/database so there are difficulties in engaging in all 
aspects of curriculum…“  
(Family 9, Caregiver 1) 
 
Caregiver employment 
The third issue that places significant financial burden on the families is the 
barrier to employment.  The participant families are a diverse group with a wide 
range of educational attainment across all caregivers.  This transitional period 
coincided with major life decisions for caregivers.  These decisions included, 
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business decisions such as handing over small business to a family member to 
continue; and adjusting business parameters such as reduction of retail outlets 
to accommodate the needs of the family at the time.  For those salaried 
caregivers, decisions identified to accommodate the family care needs included 
the adjustment of working hours; use of recreation leave options and before 
and after school care arrangements; taking on additional employment or extra 
hours (overtime); use of retirement and superannuation capacity to finance 
home renovations; and not progressing with job role promotions.  Caregivers 
stated the need to juggle these arrangements due to employer inflexibility in 
relation to working arrangements that would better suit carers of children/youth 
with disabilities.   
 
"...I have had to make adjustments to my work role to allow for him to 
come to my work after school..."  
(Family 8, Caregiver 1) 
 
"...we had to move our home from one suburb to another so that we 
could be in the catchment for the particular school that we wanted him to 
go to ..." 
(Family 13, Caregiver 1) 
 
“…I have had to leave work to allow for transporting to and from the 
secondary school...”  
(Family 9, Caregiver 1) 
 
 
“…Dad has retired to ensure that there is someone home when he arrives 
home from school…“  
(Family 10, Caregiver 1) 
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“...I made the decision to retire from permanent, regular employment and 
now only work casual shifts and will only take shifts where it doesn't 
impact on family needs...”  
(Family 6, Caregiver 1) 
 
Some of the study families were unable to enter the workforce or attend 
educational institutions due to the overwhelming responsibilities associated with 
the caregiver role.  These families, lived on social services payments and the 
supportive generosity of extended families, were typically single parent families 
and used disability service supports more so than families who had both 
parental caregivers available to support the youth. 
 
 Social Dynamics 
Within the context of the category of ‘social dynamics’, three concerns were 
raised: youth friendships, caregiver relationships and family dynamics.  Each of 
these is discussed in turn below. 
 
Youth friendships 
The first concern within this category was youth friendships.  Subtle streams of 
comments were intermingled throughout the interviews.   A very strong focus 
on the friendships that the youth have within their school and community 
contexts was found, though families generally found their capacity to support 
the development of these friendships to be an overwhelming barrier.  Families 
very much want their youth to have strong friendships, though typically those 
friendships would be with other youth who have disabilities.   The concept of 
having a sleepover (at either youth’s home), ‘play date’ or social activity in the 
community requires the support and/or management of the activity by a 
responsible person who can act as a chaperone, particularly if either youth has 
an intellectual disability.  Families have identified that they struggle with placing 
that burden on another caregiver.  It was identified by all families though those 
friendships that are developed within the school context are very important to 
the youth. 
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“...[Y2’s] two best friends are attending the same secondary school…“  
(Family 2, Caregiver 1) 
 
"...friendships are important...just to make sure that they have others 
to be social with in school...and at holidays…"  
(Family 7, Caregiver 1) 
 
“...[Y10] has friendships at school but they can only be shallow as they 
can't see each other outside school...”  
(Family 10, Caregiver 1) 
Caregiver relationships 
The second worry acknowledged was the personal relationships between the 
adult caregivers in the families; this matter was discussed openly during the 
interviews.   Among the families where two caregivers presented as a committed 
relationship, there was concern over the lack of capacity to maintain the social 
aspects of the relationships (e.g., social outings with or without the children, 
social personal outings such as going to the movies or dinner together).   It was 
evident that though these would be issues that would impact on any relationship 
where there is child rearing involved, the accessibility of a person who is skilled 
in caring for the youth and their complex needs was a concern for families.   
Potentially some of the youth would be able to stay at home by themselves for 
periods of time; however, there are multiple complexities involved with those 
decisions. 
 
“...[The] caregivers don’t have a social life due to support needs of 
child…“  
(Family 12, Caregiver 1) 
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“…impact on parent’s relationship…”  
(Family 3, Caregiver 2) 
 
Family dynamics 
Third, the issue of family dynamics was reflected on by the caregivers, who 
identified that they need to make adjustments to their routines to accommodate 
the needs of the entire family unit.  This may include considerations such as 
employment changes/adjustments, extended family relationships and support 
needs to lead as ‘normal’ a family life as possible. 
 
 Family Adjustments 
The interviews garnered an overall feeling of families ‘transitionally adjusting’, 
although, the impression that this researcher discerned was one of an 
adjustment of family life relative to the changing needs of the youth as 
individuals rather than the notion of the transition between educational 
contexts.  Apprehension for the changing family dynamic, such as the 
developmental needs of the youth, who as a young person is changing socially, 
biologically and cognitively and the subsequent changing needs of the family 
unit was a subtle concern for the caregivers.   Concerns over financial burden 
and employment concerns, caregiver relationships, juggling family life, and the 
developing needs of the individual youth are all evident within this category. 
Trepidation as to what this new reality means for the family unit and the 
individual youth was a tacit feeling implied during the caregiver interviews.  
These apprehensions would possibly be evident for any parent of a youth 
progressing through adolescence.  However, the complexities of CP and its 
impact on the individual youth and their family unit add additional strata of 
complexity that are already considerable and have far reaching impacts on 
caregivers.   
 
 Environmental Considerations 
The last category is that of ‘environmental considerations’, which consists of the 
two sub-codes of ‘universal access to all environments’ and ‘personal care needs 
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in the school and the community’.  Each of these environmental considerations 
is discussed in the following sections. 
 
Universal access to the environment 
Universal access (or design) refers to the concept of enabling environments that 
are accessible to everyone, including people with disabilities.  The concept 
relates to persons with CP in that accessibility can refer to accessibility to 
buildings in a power chair or a manual wheelchair, and speech generating 
devices that require the use of switches, eye scan, and hand-operated devices 
with the use of fine motor skills.  Accessibility also refers to plainly written (or 
visually presented) information in a broad range of formats, such as electronic 
platforms or the use of ‘low tech’ communication books (e.g., PODD).  The 
qualitative data supports this concept with every caregiver raising the issue of 
accessibility to the curriculum (in its many forms), and accessible schooling 
environments, (e.g., use of ramps, elevators, use of hoists and universally 
designed bathrooms). 
Findings suggest that the most predominant concern is the communicative 
access for the youth using a range of devices, which need to be interfaced with 
system platforms.   If a youth is not able to access information that is accessible 
for them then it is unlikely that their potential will be realised.  It appears that 
issues with communicative strategies used for an individual within a primary 
school setting expose difficulties in adaptation to the secondary system, which 
is more mature and sophisticated in its intricacy.   However it appears that the 
individual youth is required to adjust to the system rather than the system 
allowing for individual complexities.   Interpersonal communication is a 
fundamental human right and need, in particular for youth who are maturing 
into a highly social and dynamic context.   Expecting youth to adapt and adjust 
to changing environments as well as expecting them to change their 
communication style and process is arguably challenging their individual right 
to communication. 
Substantial fears for the caregivers included concerns about speech generating 
devices not being used to support the communication needs of the individual, 
purchased devices not necessarily being used, and the complexity of the range 
of educational activities required to meet academic needs. 
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“...[Y1] was required to get an iPad2 but he doesn't/can't use at school, 
or alternatively they don't have the resources to go on the device, or the 
internet access to support the device…“  
(Family 1, Caregiver 1) 
 
“...expertise on [the] changing needs of the youth - predominantly 
communication devices which can include accessing those devices…“ 
(Family 2, Caregiver 1) 
 
“...[Y3] needs assistance with communication devices and accessing 
[these] appropriately in secondary school…“  
(Family 3, Caregiver 1) 
 
"...his chair has recently been modified so will last him quite a few years 
as it has 'growth' built into it..."  
(Family 4, Caregiver 1) 
 
“...he has a communication system that is fully used and engaged with at 
school - step-by-step switch recording device…“  
(Family 6, Caregiver 1) 
 
 How do Families Feel during this Transition Process? 
The second level of data analysis was conducted using emotional coding (see 
Table 4.1) to understand the emotional impact on the caregivers during this 
transitional phase.  The range of emotional codes that emerged from the 
interview data range from anger and frustration, identifying stress, love and 
caring, through to relief.  Three code categories were developed from the vast 
array of emotions that were identified by caregivers.  They are: 
a) frustration; 
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b) stress; and 
c) love and caring. 
The vast majority of the study caregivers identified that they experienced 
significant levels of anger and frustration in the preparation period prior to 
deciding which secondary school the youth would be attending.  All of the 
caregivers expressed their frustration at attempting to: gather information on a 
range of schooling options; gain access to therapists to provide advice and 
guidance on the individual youth’s needs, generic information on school capacity 
and experience supporting and educating for youth with CP; obtain advice and 
guidance on communicative strategies and translation of such advice to the 
secondary school placement; and in particular, manage logistic issues such as 
transporting to and from educational placement and accessibility of school 
holiday and before and after school care arrangements. 
During the discussions with the caregivers, they expressed their feelings in 
terms of increasing levels of anxiety and stress; however, they always referred 
to these concerns within the context of love and caring for the youth and 
concern over the youth’s academic and developmental potential.   
 
“...the transition was very difficult…I think it was harder on me than him.” 
(Family 4, Caregiver 1) 
 
“ …[We] need information on what will happen under an NDIS - how are 
we going to ensure that we can still do what we need [to do] to support 
him..."  
(Family 12, Caregiver 2) 
“...we felt totally frustrated and angry, in that we had to complain to our 
local Minister of Parliament just to get access to the subsidised transport 
arrangements to send him to a public school that is the ‘best fit’ for him, 
it was very stressful going through the whole process and to be left with 
only a partial arrangement that affects both of our employment and our 
family care arrangements...”  
(Family 3, Caregiver 2) 
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 PHASE 1 SUMMARY 
Overall, the Phase 1 findings present a paradox where parents reported high 
levels of caregiver strain, yet similar levels of wellbeing compared with the general 
population.   Attention to scores within the various domains of caregivers’ wellbeing 
provides insight into the nature of concerns that adversely affect their personal 
wellbeing.  Health, financial and future security were found to be the predominant 
concerns of caregivers during this study phase, with those having a youth in the family 
with a higher GMFCS level having an increased likelihood of experiencing higher levels 
of carer strain.  It is possible that in creating the best possible life for the youth with 
CP and other children in the family, caregivers may compromise their own health and 
wellbeing at least during the adolescent developmental period.   
The extent to which the research questions for this phase were answered is 
inconsistent:  
1. It appears that youth with CP have a good self-perceived QoL across a 
range of domains that include home life, family dynamics, school and 
social wellbeing in addition to feelings on their capacity to function across 
a range of contexts.   
2. The QoL of caregivers demonstrated typical though variable levels of 
wellbeing prior to transition from primary to secondary school.   
3. The data provided presented a portrait of relatively happy and well-
adjusted youth who are changing within their educational context and 
who manage on a day to day basis with a wide range of physical and 
emotional challenges.   
4. Although the wellbeing of caregiver figures is generally placed within the 
typical range against population norms, it appears that there are specific 
domains that impact caregiver capacity to maintain levels of wellbeing.  
The ‘health’ domain emerges as the predominant issue for parental 
figures with ‘future security’ also revealing scoring in the lower edge of 
the range.  Caregiver strain is also a substantial issue for this group of 
caregivers. 
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 CONCLUSION 
In summary, the quantitative and qualitative results obtained from Phase 1 of 
this study provide insights into the lives and experiences of youth with CP and their 
families at the stage before youth transition to secondary school.  The findings 
suggest that in general, youth with CP perceive themselves as having a good QoL 
over a range of domains, with their school and social wellbeing being rated higher 
than other life domains.  The findings related to caregiver strain presents a picture of 
the impact of caregiving on both genders, particularly with respect to their health.  
The impact of low scoring of wellbeing in the ‘health domain’ is broad and all-
encompassing across a range of broader domains for this population group, and is a 
clear indicator of established need and support for parents. 
While the quantitative findings highlighted issues for the groups as a whole, 
they provided little insight into the concerns and experiences of individuals.  The 
Phase 1 qualitative component of this study provides rich information from which a 
comprehensive picture has been obtained of each of the study family’s particular 
concerns and experiences prior to the transition of their offspring with CP from 
primary to secondary school.  Having explored the quantitative and qualitative results 
for Phase 1 of this study in Chapter 6, the following chapter, Chapter 7, presents the 
quantitative and qualitative results for Phase 2. 
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Chapter 7: Phase 2 Results 
 INTRODUCTION 
Chapter 7 presents results from Phase 2 of this study.  First, the quantitative 
results for youth with physical impairment and their caregivers will be described.  The 
findings from the analysis of the qualitative data obtained from interviews with 
caregivers will then be reported.  The quantitative results provide valuable information 
about the QoL of youth with CP and the personal wellbeing of their caregivers, 
including the strain and stress experienced by caregivers after the youth’s transition 
from primary to secondary school.  The qualitative results reported in this chapter 
give context to the quantitative findings for the caregiver group, in terms of the 
complex nature of life stressors that affect the personal wellbeing of those who care 
for a youth with CP.   
 
 QUANTITATIVE RESULTS 
 QoL of Youth with CP  
Phase 2 was conducted by a face-to-face meeting with the recruited families 
after the youth’s transition to secondary school.  This occurred at the end of 
Year 8, after the youth had encountered their first academic year of secondary 
school.  Eight families (53%) from the original cohort of fifteen families agreed 
to participate in this second phase of the study.  Of the eight families, there 
were two families for whom both primary and secondary caregivers 
participated, and responded to questions related to wellbeing, carer strain and 
depression, anxiety and stress.  Eight youth participated in Phase 2 of the study. 
The second phase of the study saw a significant decrease in those families 
willing to participate, with a loss to follow up (LTFU) of 47%.  The LTFU was 
disappointing however it is recognised that participation in research can be 
burdensome particularly for families with complex caregiving responsibilities.   
LTFU and its limitations on the study is discussed in more detail in Chapter 8. 
After the secondary school transition, youth with CP reported mixed QoL across 
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the five domains on the CPQoL (as described in Chapter 6).  Table 7.1 describes 
the median results for each domain, with youth participants scoring at the 
higher end of the typical range for ‘general wellbeing and participation’, ‘school 
wellbeing’ and ‘social wellbeing’; in the middle end of the range for 
‘communication and physical health’ and outside or below the range for ‘feelings 
on functioning’.  This result is not necessarily explained by the reporting clusters 
(self or proxy), with 37.5% of the group proxy reporting and 62.5% self-report.  
Consistent with Phase 1 results, the functionality domains (‘communication and 
physical health’ and ‘feelings on functioning’) scored as the lowest of the 
domains while ‘social’ and ‘school’ wellbeing  were the highest scoring domains 
for this Phase 2 cohort.  These results indicate a similar representation to the 
Phase 1 cohort. 
 
Table 7.1 
QoL of youth with physical impairment (n=9) as measured using the CP-QoL-Adolescent 
CPQoL-Adolescent Domain 
Maximum 
possible 
score 
Median IQR 
General Wellbeing and participation 100 68.75 25, 87.5 
Communication and physical health 100 50 25, 87.5 
Feelings on Functioning 100 37.5 0, 100 
School Wellbeing 100 78.12 62.5, 100 
Social Wellbeing 100 87.5 75, 100 
 
 
 Caregivers 
Among the Phase 2 participant group, 55% of caregivers reported having high 
a level of perceived caregiver strain, as indicated by a score of more than 13 on 
the Modified Caregiver Strain Index (MCSI) (median=13.00, [1, 25]).  However, 
examining medians for the group masks what occurs for individuals. 
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Table 7.2. 
Comparisons between subgroups for CPQoL (self versus proxy reports) 
CPQoL Domain Group 
Max possible 
score 
Median n U Z p r 
General wellbeing and participation 
Self 100 87.5 3 
2.500 -1.509 .13 -0.53 
Proxy 100 62.5 5 
Communication and physical health 
Self 100 87.5 3 
.000 -2.306 .02 -0.82 
Proxy 100 50 5 
Feelings on functioning 
Self 100 100 3 
.000 -2.263 .02 -0.80 
Proxy 100 12.5 5 
School wellbeing 
Self 100 75 3 
6.500 -.307 .75 -0.11 
Proxy 100 75 5 
Social wellbeing 
Self 100 87.5 3 
6.000 -.473 .63 -0.17 
Proxy 100 87.5 5 
p = <.05 
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A Spearman’s correlation coefficient14 analysis was conducted on the association 
between Phase 1 participant carer strain with Phase 2 participant carer strain 
(rho=.690 p=.58 with a variance of .47).  This showed a strong correlation of 
carer strain continuing after the primary to secondary school transition for the 
caregivers of the Phase 2 youth group.   
 
Table 7.3. 
Personal wellbeing of caregivers (pooled, females/males) as measured using the Personal 
Wellbeing Index – Phase 2 
Domain Gender n Median IQR Typical range 
Standard of living 
Female 7 80 30, 100 
50-100 
Male 3 80.5 40, 90 
Health 
Female 7 60 40, 100 
50-100 
Male 3 60 50, 70 
Achievement in life 
Female 7 70 50, 100 
50-100 
Male 3 60.5 50, 90 
Personal relationships 
Female 7 80 50, 90 
50-100 
Male 3 100 80, 100 
Feeling of safety 
Female 7 90 60, 100 
50-100 
Male 3 80.5 30, 100 
Part of community 
Female 7 80 0, 100 
50-100 
Male 3 70 40, 90 
Future security 
Female 7 80 50,80 
50-100 
Male 3 60 0, 70 
Spirituality or religion 
Female 7 80 50, 100 
50-100 
Male 3 80.5 50, 100 
 
 
                                           
 
 
14 Limitations to the validity of this analysis occur due to the size of the population being measured. 
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It was clear from the participant population that progressed to Phase 2 that 
there was some slight movement in carer strain on an individual basis (one or 
two points, either ‘more’ or ‘less’ burdensome across the participant group) as 
shown in Table 7.4.  Of concern, from an individual perspective, was that two 
of the nine individuals in Phase 2 saw a considerable increase in carer strain 
with an increase of six to nine points.  Conversely one participant showed a 
significant decrease (nine points) in carer strain, post primary to secondary 
school transition.   
A moderate association was noted between carer strain and GMFCS of youth 
with CP in the Phase 2 participant group (rho = .426 p = .293).  This result 
supports the understanding that there is a mixed change across a minority of 
the Phase 2 population with regards to caregiver strain.  Such a perception is 
not necessarily associated with the capacity of the individual youth to mobilise 
or care for themselves in their activities of daily living and may relate to the 
behavioural presentation of the youth. 
Further to completing the Personal Wellbeing Index (Cummins & Lau, 2013) 
and the Modified Carer Strain Index (Thornton, 2003), Phase 2 caregiver 
participants completed the Depression Anxiety Stress Scale (Lovibond & 
Lovibond, 1995) to explore the psychological impact of caregiving strain.  In 
Phase 2, 10 participants completed the DASS, with both male (20%) and female 
(80%) caregivers responding.  The DASS is a well-used screening tool for 
identifying, differentiating and assessing for depression, anxiety, and stress in 
individuals.  The scoring allows categorisation into levels of impact for each 
domain, with scoring levels determining severity of symptomology.   
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Table 7.4. 
Comparisons between subgroups for Depression, Anxiety Stress Scale and Caregiver strain 
CPQoL Domain Group Median n U Z p r 
Caregiver depression 
Females 4.00 8 
7.500 -.140 .889 -0.04 
Males 6.00 2 
Caregiver anxiety 
Females 3.00 8 
5.000 -.801 .533 -0.18 
Males 7.00 2 
Caregiver stress 
Females 16.00 8 
6.000 -.527 .598 -0.17 
Males 12.00 2 
Caregiver strain 
Mainstream 12.00 8 
4.500 -.917 .359 -0.29 
Special 17.00 2 
p = <.05
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Among the Phase 2 participant group, medians for domain subscales 
suggest relatively typical levels of depression (4, [0, 12] with 
categorisation into the ‘mild’ category); typical levels of anxiety (3, [0, 12] 
with categorisation into the ‘normal’ category); and significantly increased 
levels of stress for the group (16, [6, 26] with categorisation into the 
‘extremely severe’ category).  Caregiver strain (as measured by the MCSI) 
and stress (as measured by the DASS) showed a medium positive effect 
size with a correlation of (rho=.336 p=.376) suggesting a moderate 
relationship between caregiver strain and caregiver stress (Adelman et 
al., 2014).  The correlation of between the anxiety and depression 
subscales (rho=.418 p=.230) demonstrated a result indicative of a 
medium effect size, suggesting a moderate relationship between the 
depression and anxiety levels of the caregiver group.  Resulting 
categorisations showed depression among the caregiver group as (M) of 
2.20 indicating a category of ‘mild’; anxiety amongst the caregiver group 
as (M) 3.60 indicating a category of ‘moderate’; and stress mean among 
the caregiver group (M) 4.20 indicating a category of ‘severe’.  Inferential 
tests were conducted using the Mann-Whitney U non-parametric test.  
There were no statistically significant differences between self and proxy 
reporting for youth with physical impairment in the ‘school’ and ‘social 
wellbeing’ domains.   
The Mann Whitney U test, as presented in Table 7.3, was also used to 
explore the personal wellbeing score group comparisons between male 
and female caregivers, revealing no significant differences.  However, the 
small group size of the males may have masked any differences.  
Additionally, an examination of carer strain levels of caregivers whose 
youth were in mainstream education compared to caregivers whose 
children were in special education was conducted.  There did not appear 
to be significant differences in carer strain between the groups for those 
families caring for a youth in educational contexts. 
An examination of the gender groups relative to depression, anxiety and 
stress levels in caregiving was conducted.  Table 7.4 highlights that there 
were no significant differences between the female and male caregivers 
in relation to depression, anxiety and stress.  It is important to note that 
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the gender groups are very small with only two males in the caregiver 
group.  This may have affected the reliability of the comparison results.  
An analysis of the correlation between high levels of stress and caregiver 
strain during this transitional phase was conducted.  Interestingly, there 
was limited correlation between high levels of caregiver strain and 
depression (rho=.201 p=.60); anxiety (rho=.263 p=.49); or stress 
(rho=.336 p=.37).  Therefore, the high levels of stress experience by 
caregivers cannot be solely attributable to caregiving in itself with small 
to medium effect sizes. 
 
 SUMMARY OF QUANTITATIVE FINDINGS FOR PHASE 2 
 Youth with CP  
The findings indicate that generally, youth with CP demonstrated a good 
perceived QoL as measured by the CPQoL.  Of the five domains measured to 
determine QoL for youth with physical impairment, ‘school’ and ‘social wellbeing’ 
again were the highest scoring of the five domains indicating that youth feel 
generally happy at school and with their peer relationships.  The domains that 
rated lowest were the individual’s feelings about functioning and their capacity 
to operate within their school, home and community context.  The high levels 
of reported QoL data for youth with CP indicates that they are generally happy 
with their schooling and the social aspects afforded them within an equitable 
peer-to-peer environment.  
  
 Caregivers – Wellbeing and Carer Strain 
The difference in participation for male and female caregivers was considerable, 
with most of the participant parents being female (80%).  It appears that results 
from Phase 2 on caregiver life satisfaction mirror those of Phase 1; ‘general 
wellbeing’ scores were similar to population norms and the ‘health’ and 
‘achievement in life’ domains received the lowest scores among this participant 
group.  It is important to note that the ‘health’ domain scored low across both 
phases of data collection.  The broad impact of poor health on caregivers affects 
not only the individual caregiver but also the broader family.   
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In the Phase 2 caregiver participant group, there was an even spread of results 
on the Personal Wellbeing Index for both male and female caregivers.  The male 
caregivers demonstrated some results that were higher and lower than female 
caregivers, thereby demonstrating a more uniform coverage of satisfaction 
across both gender groups for all wellbeing domains.  All caregivers in this study 
identified their ‘health’ and ‘achievement in life’ as the lowest scoring domains.  
The observed high levels of caregiver strain corroborates the broad health 
results for this group, which is implied by low scoring on the ‘health’ domain, 
giving an indication of current concern for standards of health.  However, the 
results showed the influence of health on caregivers does not necessarily result 
in lower levels of personal wellbeing.  That is to say, although caregiving can 
place additional stressors on a caregiver’s health, this does not appear to 
correlate with perceived lower life satisfaction and wellbeing. 
 
 QUALITATIVE RESULTS 
The following section presents the analysis of the qualitative data gathered from 
interviews with caregivers during Phase 2 of the study.  This data provides insight 
into how well the families were able to stabilise their typical schedules and routines 
after the transition to secondary school for the youth, and identifies continuing 
concerns for the youth as they progress into puberty.   
Face-to-face interviews were conducted during the post-transition phase of the 
data collection.  These interviews were developed to establish an understanding of 
the experience of the caregivers after the youth had transitioned to a secondary 
school environment.  The qualitative data from the interviews were transcribed into 
an electronic data tool to allow for analysis of the dataset, and numerous codes were 
established.  These codes were then transformed into a range of predominant 
themes. 
A two-fold approach was undertaken to analyse the qualitative data.  The data 
were first analysed using In vivo coding, to establish a range of codes that could be 
transformed into broader themes that explored the key issues for the families after 
transition phase.  A second level of coding was also conducted.  This coding pertains 
to the impact on the caregivers’ emotional wellbeing after the youths’ transition to 
secondary school. 
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The codes that emerged from the qualitative data included: accessibility to 
electronic resources including communicative devices and strategies; youth 
friendships; information availability; transporting to and from schooling; 
discriminatory attitudes of society; the critical, continuing need for allied health 
services; and peer behaviours.  These broad ranging concerns were subsequently 
categorised into three (3) categories: 
1. Communication, information and functionality;  
2. Youth experiences of ‘adjusting to the secondary school environment’; and 
3. Family experiences post-transition. 
 Communication and Functionality 
A consistent issue relevant for the youth once they had transitioned to 
secondary school was that of ‘communication and functionality’.  This category 
included the issues of communication, such as accessibility and use of 
specifically designed strategies for the individual, as well as the availability of 
allied health personnel, for home, school and community contexts.  These 
particular issues were evident in Phase 1 of the study, and continued to be 
relevant for guidance and advice for the youth who were experiencing 
developmental growth; reduced access to communication therapists to assess, 
prescribe and trial devices; as well as experiencing reduced access to other 
environmental resources (such as wheelchairs).   
Ensuring that the youth are appropriately assessed, and have access to 
appropriately designed and prescribed communicative strategies that are 
developed specifically for them and their needs is a fundamental human right.  
The use of a range of electronic resources so that an individual can 
communicate may suit the needs of the system and particular teacher 
preference, but may not meet the needs of the individual youth relative to their 
own CP experience.  It is important to understand that CP involves a complex 
set of interacting symptoms that are as individual as the personality of the youth 
and ‘off the shelf’ ideas and resources will not necessarily meet the needs of 
these youth.  It may be that the use of some resources could help to achieve 
some simple tasks.  However, this does not mean that the youth will engage 
with his or her broader context fully.  It is fundamental that electronic resources 
meet the communicative need of the youth.  In addition, while youth are 
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growing, their physical needs change dramatically, along with their capacity to 
learn and engage with their curriculum.  Changing physical needs require the 
support of physiotherapists, occupational therapists and speech and language 
pathologists.  All families in Phase 2 of this study highlighted the lack of available 
allied health services for these youth, as evident in the health, educational and 
private domains.  Available services are typically restricted to an educational 
setting to support the youth; however, low levels of funding arrangements 
impact on the amount of services available for each individual youth.  Commonly 
prescription of equipment and communication devices is conducted with such 
limited service availability.  However, the increasing growth and development 
needs of the youth at this time warrant further access to these services, not 
less. 
The issue of access to information, again, was an issue for families in the post 
transition phase of this study.  A number of information needs emerged as being 
relevant for the families.  Caregivers identified a need for information on 
sexuality, changing bodies, sex education, social relationships, as well as the 
changing nature of adolescent development and what is considered ‘normal’ or 
signs of psychological need.  
  
 Youth Experiences at Secondary School with ‘Adjusting to the 
Secondary School Environment’ 
A range of issues fell into this category, including the youth settling well into 
the secondary school environment; elements of bullying behaviour from other 
students; developments of youth friendships; and the impact of other students’ 
behaviour on the participant youth.  Typically, it was an important element in 
this phase of the study that most of the youth had settled well into their new 
school environment.  Most of the caregivers reflected on the relief that they felt 
in knowing that their youth was settled and was receiving assistance in some 
form, not only in their academic achievements but also in the dynamic social 
situations.   
 
“…[There was] good preparation [to transition] with [the] secondary 
school staff - due to [Y6’s] primary school staff also moving across to 
the [secondary] school - otherwise would have been very difficult [for 
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him]… [Y6] settled pretty well – very much a part of the school 
community and well supported due to good staff…”  
(Family 6, Caregiver 1) 
 
“…[There is a] buddy system at school – [the school are] very supportive 
of him…”  
(Family 8, Caregiver 1) 
 
The caregivers indicated that some bullying types of behaviours occurred 
against the study youth cohort.  These behaviours included teasing from peers 
on the travel to and from school, and general social dynamics that were 
experienced early on in group development.  It was noted that caregivers also 
commented that school leaders/teachers were relatively quick to initiate 
universal solutions to bullying across the whole Year 8 cohort, such as the use 
of buddy systems, universal tiered school rules and specific interventions where 
needed.  All caregivers felt that each school had acted appropriately and in a 
timely manner when an issue arose for the youth. 
A significant issue that was raised by those parents of youth who attended the 
special schools and who used the transport arrangements provided was the 
behaviours of other youth who were also transported by the transport service.  
These behaviours included pinching, scratching, touching and at times the even 
the breaking of fingernails for one of the youths.  Caregivers were very 
concerned for the safety of their vulnerable youth who were not able to defend 
themselves and although complaints had been made to the school and transport 
service, solutions had not been communicated to the concerned caregivers, at 
the time of the interviews.  A further issue was raised about the safety of 
individual youth moving out of seats and around the vehicle, instead of being 
safely secured into their own seat for the duration of the trip.  It was also noted 
that the punctuality of the school transport (i.e., taxis) is inconsistent in 
ensuring that the youth is able to attend school at the correct times.  This issue 
impacts on the capacity of the caregiver to manage their day and care for their 
youth. 
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“…[Y1] uses a school bus [Special] now – [there are] issues with this 
service, [as] he unsafely moves around the bus a lot and he does not 
appear to be secured by a seatbelt at all…”  
(Family 1, Caregiver 1) 
 
“…[Y6] catches a taxi to school [and this] is an issue with lateness of 
the driver in the mornings or not turning up at all to transport [Y5] to 
school - but afternoon taxi is good…”  
(Family 6, Caregiver 1) 
 
All caregivers commented on how their youth had generally developed good 
friendships with their peers throughout the school year, after transition to 
secondary school.  Caregivers were again relieved that social relationships had 
been formed from the intrinsic nature of the activities that the secondary 
schools conducted throughout the first couple of school terms that allowed for 
good social interactions with the youth cohort. 
 
“…[Y5] has new friends, a girlfriend and a part-time job in the family 
business – he has a good social life and friendships…”  
(Family 5, Caregiver 1) 
 
“…There have been social group changes - though no friendships 
outside of school…” 
(Family 6, Caregiver 1) 
 
 Family Experiences after Transition 
A range of issues were categorised into ‘family experiences after transition’, 
including discriminatory attitudes shown towards the caregivers/youth/families 
and the information needs of the caregivers.  These discriminatory attitudes are 
concerning as they can be viewed as single events or as a broad, sociological 
phenomena.  It is extremely concerning for these families that they are 
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confronted with a wide range of socially discriminating events and attitudes.  
Discrimination has been reflected as condescending comments by peers from 
social groups such as church groups or parents of other youth at school; or from 
society, with respect to, for example, the use of wheelchair accessible car-parks 
or carparks for pram users.  Additionally, the development of ‘disability friendly’ 
playgrounds or facilities, is said to be seen as a privilege rather than a universal 
accessibility right and has impacted on those families whose youth is mobile, 
but who may have more behavioural issues, that use these facilities.  Although 
discriminatory attitudes were a concern for caregivers, the caregivers were clear 
in highlighting that these concerns arose from their experiences with broader 
society rather than presenting any evidence of such attitudes or behaviours 
within the secondary educational environments.   
The other major distress for the caregivers was a considerable lack of available 
information on the growing needs of youth with CP; sexual education needs of 
persons with disabilities (intellectual, physical and associated disabilities); 
therapy needs to address the developmental growth needs of youth at this 
lifestage; and behavioural and psychological changes that occur in adolescence.  
Considering the relatively rapid and sizeable physical, cognitive and 
psychological changes that occur during adolescence, these issues led to 
considerable anxiety among the caregivers.  These changes will have a 
substantial impact on the physical needs of the youth and as a result on the 
burden of the caregiver.  The quantitative results from Phase 2 demonstrate 
caregiver burden and stress that are not directly attributable to the transitional 
process. 
  
“…[Y1] [is experiencing] health and development issues, [with] 
behavioural issues increasing over the past year and I need information 
on pubertal development for [my] youth in particular for CP and issues of 
privacy at home…” 
(Family 1, Caregiver 1) 
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“…need allied health staff support desperately for changing body needs 
of [Y10]…”  
(Family 10, Caregiver 1) 
 
“…I need information on pubertal development for youth with CP and in 
particular those needs of [Y12]…”  
(Family 12, Caregiver 1) 
 
 PHASE 2 DISCUSSION 
Overall, Phase 2 findings present a picture of increasing caregiver strain and 
associated stress during this transitional period.  Of importance, these increased levels 
of caregiver strain and stress are seen after the transitional period, when the youth 
have demonstrated that they are settled into their secondary school environment, 
have established friendships and relationships within a major life context and are 
progressing through their adolescent development.   
Domain examination in relation to wellbeing for the caregivers provides an 
insight into wellbeing concerns, with ‘health’ and ‘achievement in life’ domains being 
the predominant worry for the Phase 2 families.  It is important to note that ‘health’ 
as a major life domain, has demonstrated a strong impact on the caregivers during 
this transitional period across both study phases.  ‘Health’ is a life domain that 
inherently impacts on other life domains if not addressed adequately, particularly 
considering the physical support that is provided by caregivers to youth with physical 
impairment.  It is possible that in creating the best possible life for the youth, 
caregivers may compromise their own health and subsequent personal wellbeing.   
The influence of caregiving has the potential to reduce the perceived wellbeing 
of caregivers over time with the ongoing care demands of older youth and adults with 
physical impairments.  These results confirm findings in the broader literature across 
many populations including people with intellectual disability, people with mental 
health issues, and ageing populations, in addition to youth with physical disabilities 
(Adelman et al., 2014).  Adelman et al. (2014) conclude that risk factors for caregiver 
burden include gender, financial stress, lack of choice in caregiving, isolation, 
depression, number of hours spent caregiving and residing with the person being 
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cared for.  These risk factors are well established within this population group, and 
were found to be present in the analysed findings. 
It is noted that the Phase 1 participant group of male caregivers demonstrated 
a broad satisfaction in wellbeing that was higher across all domains compared to 
female caregivers.  However, Phase 2 data for both male and female caregivers 
showed a more even distribution across all life domains.  The perceived QoL of youth 
with CP in respect to school and social wellbeing was good.  Similar results were 
demonstrated across life domains, and in particular, within their educational context.   
The extent to which the research questions for this data were answered is 
inconsistent.   
1. Question one posited that youth with CP would have a lower QoL during 
this transitional phase.  It appears that youth with CP have a good 
perceived QoL across a range of domains that include home life, family 
dynamics, school and social wellbeing, in addition to feelings about their 
capacity to function across a range of contexts.   
2. Question two explored the QoL of the broader families in this study.  The 
QoL of the families, as measured by a wellbeing measure, yielded mixed 
results.  Caregivers demonstrated average levels of wellbeing pre- and 
post-transition.  However, the caregivers reported high levels of caregiver 
strain with high levels of stress post-transition, as measured by the DASS.  
This stress was measured post-transition only and cannot be explained 
solely by the transition period.   
3. Question three postulated that the QoL of youth with CP remains similar to 
population norms.  Findings suggest relatively happy and well-adjusted 
youth who are changing within their educational context and who manage 
on a day to day basis with a wide range of physical and emotional 
challenges.   
4. Question four postulated that caregiver QoL would reduce significantly over 
this transitional period.  While the wellbeing of caregivers is generally 
placed within the range of ‘typical’ against population norms, it appears 
that there are specific domains that impact caregiver capacity to maintain 
this wellbeing.  The ‘health’ domain emerges as the predominant issue for  
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caregivers as it is highlighted in both phases of the study.  ‘Future security’ 
in Phase 1 and ‘achievements in life’ in Phase 2 also reveal lower scores.  
Caregiver strain is a significant issue for this group of caregivers, with 
caregiver stress also being emphasised as a significant issue. 
 
 CONCLUSION 
The results presented in this chapter have shown that, generally, youth with CP 
have a good perceived QoL over a range of domains, with ‘school’ and ‘social 
wellbeing’ domains showing the highest scores.  Caregiver strain and increasing levels 
of stress present a picture of the impact of caregiving throughout the focused 
transitional period and the evolving developmental period for the youth.  A noteworthy 
finding for the caregivers is the perceived impact on the health of caregivers, of both 
genders, during this period.  The influence of reducing levels of good health is broad 
and all-encompassing across a range of broader domains for this population group, 
and is a clear indicator of established need for support for caregivers. 
Chapter 7 explored the quantitative and qualitative results of Phase 2 of this 
study.  Chapter 8 discusses what these results mean for youth with CP and their 
caregivers during this transitional phase.  While the quantitative data demonstrates 
issues for the groups as a whole, statistical analyses can mask the concerns of 
individuals.  Thus, the qualitative component provides rich contextual information 
which complements and adds meaning to quantitative analysis. 
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Chapter 8: Discussion 
 INTRODUCTION 
Lifestage transition is a fundamental and critical process that must be guided 
by and organised for persons with disabilities to ensure sound momentum, 
accompanied by well-defined supports.  Transitional phases for children with 
disabilities include, but are not limited to, moving through developmental stages of 
growth into and through schooling situations and ultimately progressing through to 
adulthood.  This study has explored the transition for youth with physical impairment 
from primary to secondary school in an attempt to understand the impact of such a 
lifestage transition on youth and their families. 
Appropriate transition for youth with physical impairment during a critical 
developmental period, requires access to sound information, appropriate levels of 
allied health therapies that ensure that the individual’s developmental growth and 
maturity is progressing along a typical trajectory, communication supports, sound 
school liaison, and appropriate processes that support families to access logistical 
needs during this transitional period.  Access to relevant, youth-specific, 
developmental information is required. These include communication supports, 
accessibility requirements, physical developmental needs, and information on 
secondary school capacity to support the youth. Such information is critical for the 
caregiver to make sound, decisive judgements with respect to school choice.  
Appropriate levels of access to allied health therapies that support physical change 
and accessibility issues are fundamental to good health and wellbeing.  Sound 
communicative strategies that have been designed specifically for the individual and 
that will allow him or her to access the curriculum is critical, and provide opportunities 
for the youth to engage with their academic context and environment.  Similarly, it is 
vital to support caregivers and families with appropriate, relevant, current and broad 
information that spans the diversity of general developmental growth and information 
that is specific to the particular disability and support needs of the youth.  At a 
minimum, a well-supported and organised transition program between primary and 
secondary school for youth with physical impairment should allow for beneficial 
outcomes for the individual and their families. 
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The social model of disability regards that all persons, no matter their abilities, 
are equal.  Attempts to ‘change’, ‘fix’ or ‘cure’ individuals, especially when against the 
wishes of the person, are discriminatory and prejudiced.  A fundamental aspect of the 
social model is equality (Cussens, Howie, & Imms, 2012).  The struggle for equality 
among people with disability is often compared to the struggles of other socially 
marginalised groups.  Equal rights are said to give empowerment and the ‘ability’ to 
make decisions as well as the opportunity to live life to the fullest. Ultimately, social 
constructs should be engineered (i.e., physically, systemically, attitudinally) so that 
all persons are considered equal and as such, additional assistance to establish such 
equity may be required. 
This chapter discusses the current study’s findings by revisiting the research 
questions that it sought to answer and exploring the implications of study results for 
families living with youth who have physical impairment with or without other 
associated impairments.  The implications of the results will be considered through 
the lens of a predominantly social approach to disability and discussed within a frame 
of translation to practice for the purpose of supporting individuals and families who 
have disabilities.  The consideration of a predominantly social approach posits that 
access to the medical and developmental paradigms will enable the individual access 
to facilitated functional capacity improvements, thereby translating into participation 
in vocational, recreational and social domains.  Chapter 8 closes with the conclusions 
drawn from the results and recommendations for changes in practice as a means of 
providing optimal support to youth with disabilities. 
 
 REVIEW OF RESEARCH AIMS AND RESEARCH QUESTIONS 
 Research Aims 
The aim of this study was to explore the impact of a lifestage transition on youth 
with disability who were moving into secondary school from primary school, and 
their caregivers.  Transition from primary to secondary school is an important 
transitional phase of life for all children and occurs at the approximate ages of 
12 to 13 years.  Available literature suggests that the transition from primary to 
secondary school environments occurs at a time when most young adolescents 
are also experiencing the multiple changes associated with adolescence, 
including new role demands presented by teachers, caregivers and peers.  
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Children with physical, cognitive, intellectual and developmental disabilities 
transit from childhood to adulthood along a similar developmental trajectory to 
that of their typically developing peers.  However, the complexities of the 
disability, educational trajectory, family dynamics and peer inter-relationships 
can impact significantly on their capacity as individuals to evolve into the new 
life roles that adolescence and secondary schooling present.  A transitional 
phase of life such as this cannot be explored fully without examining the impact 
on the youth, the caregiver and the broader family context. The aim of this 
research project was to provide empirical evidence of the impact of the lifestage 
transition for youth with CP (or a similar condition characterised by a primary 
physical impairment) and their caregivers, during the move from primary to 
secondary school. 
This aim has been fulfilled by the meeting of the following objectives: 
1. exploring the impact of the transition from primary to secondary school 
on the QoL of youth with CP prior to and following this transition; 
2. considering the impact on QoL of a youth’s caregiver during this 
lifestage transition; and 
3. categorising the factors, identified by respondents, which they perceive 
to have influenced this lifestage transition, and mapping these factors 
to evidence-based practice frameworks – the ICF domains and Bridges 
of Transition frameworks. 
This chapter discusses the issues relevant to each particular group and their 
result domains involved in the study.  The ‘translation to practice’ element of 
this chapter will synthesise the study results as they translate to the ICF and 
Bridges of Transition frameworks, to provide specific guidelines for practice for 
each study group during this transitional phase. 
 
 Research Questions 
This chapter will explore the study’s research questions and how the study 
results address these questions. The research questions were: 
1. What is the QoL of caregivers of youth with CP prior to and after the 
transition?  
 Transition for youth with physical impairment and the impact on them and their families                   186
2. Does the QoL of caregivers decrease over the period of the transition? 
and 
3. What is the QoL of youth with CP prior to and after a transition from 
primary school to secondary school? 
4. What is the scope for developing a tool which may assist youth and 
caregivers at this transition? 
Each of the research questions will be discussed in this chapter.  The research 
questions will be extrapolated into the categories of the ‘caregivers’ and ‘youth’. 
 
 CAREGIVERS – WHAT IS THE QOL OF CAREGIVERS PRIOR TO AND 
AFTER THIS TRANSITION? 
QoL is important for everyone, particularly in an ever-evolving technical and 
collective society.  The ‘burden of care’ for caregivers of children and youth with 
physical impairment is significant, with increasing levels of physical, psychological and 
emotional strength and adaptability required to support a youth to develop and grow 
in a changing environmental context.  Access to allied health services to assist with 
equipment needs to support caregivers in the caring role, as well as information 
relative to developmental growth (both generally and specific to disability) is essential.  
Caring for and transporting youth with physical impairment is not only physically and 
emotionally demanding for caregivers, but it also places substantial financial demands 
on them.  Equipment and resource needs; essential modifications to homes, 
environments and vehicles; and limitations placed on relationships and friendship 
impact heavily on caregivers and their capacity to maintain a good QoL.   
As identified by McDougall, et al. (2010) QoL should be considered within the 
context of the interactions between the environment and the person, in particular the 
developmental context of a person’s reality.  The reality for caregivers is that the 
(family) context for their youth with a disability impacts on their QoL across physical, 
psychological and environmental domains.  The sections below highlight the issues 
that are considerable concerns for the caregivers with respect to this transition 
process.  The primary vital caregiver issues were: (a) access to services that promote 
functionality and integration, and information; (b) caregiver strain and personal 
wellbeing; and (c) the financial impact of caregiving. 
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 Access to Services that Promote ‘Functionality and Integration’ 
and ‘Information’ 
Caregivers are regarded to be the ‘experts’ on the youth that they support, and 
although this premise reflects a person-centric approach, it does not address 
the intense level of knowledge required to understand the intricacies of 
neurodevelopmental disorders such as CP.  It is therefore critical that 
appropriate, relevant, current and specific information is available for caregivers 
when they require it.  This information is multidimensional and can be provided 
by a diverse range of broad formats, such as evidence-based articles, 
information sheets, planning documents, or face-to-face; or by more specific 
and focused information that has been targeted by the caregiver.  The 
fundamental need for information specific to a youth’s individualised 
developmental need is unquestionable, particularly in areas such as physical 
growth, communicative capacity and strategies, accessibility across a broad 
range of contexts and resources, and academic need (Waters, Davis, Ronen, 
Rosenbaum, Livingston & Saigal, 2009; McDougall, et al., 2010; Ronen & 
Rosenbaum, 2013).  Caregivers have a reduced capacity to make informed 
decisions if they lack available information and resources.  These decisions 
include, but are not limited to, choice of school, health and surgical care, timing 
of allied therapist interventions, advocacy, planning for home modifications, 
programs and services to engage suitable respite services, and the development 
of skills for youth progressing into adolescence. 
Access to therapeutic services for youth with neurodevelopmental conditions 
was the first of two critical issues for this caregiver cohort.  Youth are maturing 
psychologically, are undergoing rapid changes in physical development and are 
developing within a social construct that is becoming more influential socially.  
Youth with critical physical growth needs require significant input from a range 
of health professional, to ensure that their musculature, fine and gross motor 
skills and capacity to access their environment is monitored, evaluated and 
changed if required.  The impact of the paucity of health professional 
interventions at critical growth periods such as adolescence is significant with 
respect to future health outcomes (Ronen & Rosenbaum, 2013).  Caregivers 
expressed significant concerns about the scarce availability of such 
health/therapy services (e.g., medical, physio, occupational and speech 
therapies) through funded service providers.  Access to these allied health 
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services and programs are required not just throughout this transition process 
but also consistently throughout the developmental growth period for the youth. 
This is particularly critical for individuals’ physical growth and development; 
access to activity based ‘movement’ programs through the use of technologies, 
and support for access to other assistive technologies that are more prevalent 
within the broader social construct are essential.  These technologies include 
electronic games/programs, assistive technology platforms such as 
iPads/mobile phones, walkers, sticks, and wheelchairs with environmental 
controls.  It is the caregivers who are having to negotiate the selection and 
purchase of such equipment and resources.    The use of standing frames, 
walkers and other assistive devices, furniture and equipment ensure good 
health outcomes for youth with neurodevelopmental disability.  While good 
physical health is vital, psychological support is also fundamental to adolescent 
development (Ronen & Rosenbaum, 2013, McDougall, et al., 2010).  
Additionally, Laskar, Gupta, Kumar, Sharma and Singh (2010) concluded that 
there is a continued significant financial burden on families to access services 
independently through the private sector, where there is a limited pool of 
knowledgeable and experienced practitioner expertise. 
Erikson (1963) highlights this lifestage as one of ‘personal identity’ and ‘role 
confusion’.  Typically, this developmental phase is psychologically and socially 
challenging for youth due to the establishment of friendships; forging of 
independence from caregivers in the face of increasing influence from society, 
community and friends and influential adults (such as teachers, community 
leaders, political views); establishment of personal ethical, religious and political 
views; and engaging in more experimental behaviours due to the influence of 
peer groups.  Bronfenbrenner’s (1979) Ecological Systems Model is influential 
in this context due to the interactions between contextual environments (i.e., 
micro [individual] and meso [home, school, community]), such as the influence 
of friendships, teacher/student relationships and social media.  These parallel 
influences should ultimately be seen as emerging and major considerations for 
youth during this lifestage transition.  Both Bronfenbrenner and Erikson were 
interested in the developmental process and how it related to the individual’s 
world around them, with Erikson considering the experience of the individual 
and Bronfenbrenner interested in the interrelationships between interacting 
social contexts that affect development.  Both models consider the needs of the 
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individual in the context of the ever-changing social environment, and as such, 
a social approach is integral to ensuring the needs of the individual are 
considered.   
Caregivers expressed concerns about accessing information that was specific to 
this developmental period and targeted to youth with neurodevelopmental and 
associated conditions, so that they could better understand how to support their 
youth to engage with and participate in an expanding and persuasive social 
setting.  Those caregivers who had experienced an older youth’s transition 
through to adolescence felt that they were better equipped to advocate on 
behalf of their youth with disability, compared with those caregivers who had 
not.  Caregivers of youth with an associated intellectual impairment felt the least 
knowledgeable and informed about the impact of the transition on their youth’s 
broadening social environment.  Access to information specific to the growth 
and development of youth is complex, particularly the developmental needs of 
youth maturing through adolescence. 
The current study has highlighted that decision making about school choice by 
the caregiver is dramatically impacted by the perceived lack of appropriate 
information.  Caregivers reported they did not have the necessary information 
to make informed decisions about the choice of secondary school for their 
youth.  Caregivers reported that the lack of information regarding intricacies 
specific to their youth’s individual need and how the youth would need to be 
supported in the secondary school environment was their primary concern.  
Caregivers clearly understood their youth’s personality and social needs.  They 
held concerns about communicative strategies and how they related to the 
secondary school community; information relative to accessibility to appropriate 
personal care equipment were difficult to translate to various schools (such as 
hoists, universal toilets, change tables); and availability of teaching 
aides/support staff to assist with feeding needs, academic support and 
guidance, during communal breaks.  Ultimately, the caregivers did not feel 
adequately equipped with the most appropriate information to be able to ask 
the ‘right’ questions and therefore make the ‘right’ decision about schools for 
their youth. 
There was variability in the range of ‘transition programs’ offered including ‘no 
program offered’ to transitioning youth.  The offered programs ranged from 
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placement into secondary environments for a school day to ‘meet and greet’ 
staff and other students attending the same school, to the need for caregivers 
to organise their own ‘meet and greets’, to no transition programs offered at 
all.  These programs were adhoc and there did not appear to be an organised 
approach from either the Education Department or from individual schools.  
Typically these programs were offered according to local initiatives rather than 
a coordinated policy driven approach (Strnadova & Cumming, 2014).  It is 
acknowledged that a universal transition program would be difficult to establish, 
considering the broad range of schools and difficulties associated with delayed 
decision making on school choice in the latter part of the year for some 
students.  However, this study has provided some evidence that such delayed 
decision making, in the absence of good support and information, places 
considerable strain on the caregivers.  It was notable that caregivers did not 
feel that transition planning occurred, and that this contributed to the feelings 
of information paucity across both school contexts, in particular for students 
moving schools and school campuses (mainstream school students).  Strnadova 
and Cumming (2014) concluded that a collaborative approach where school 
contexts (i.e. primary and secondary) worked closely together was vital for 
sound educational outcomes for students. Additionally, the authors highlighted 
the need for good quality communication with the caregivers, as it was identified 
as a critical element of a good transitional process.  The criticality of a transition 
program was not seen as a priority issue by caregivers of youth remaining in 
the same ‘special school’ context. 
The Bridges of Transition model (Bore & Fuller, 2007; Galton & Morrison, 2000) 
clearly identifies five domains to support successful educational transition for all 
youth: 
a. Bureaucratic – interaction between primary and secondary teachers; 
b. Social – induction programs and interactions including caregivers prior 
to transition; 
c. Curriculum – exchange of information for continuity of curriculum; 
d. Pedagogic – the practice of teaching to this group of students; and  
e. Management of learning – active student participation in transition and 
learning. 
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The authors posited that these five domains were vital to a good transition for 
students.  This study’s findings identified a range of themes that matched the 
Bridges of Transition domains and as such this model is a strong platform for 
the development of transition programs that could alleviate caregiver concerns.  
It is important to understand that these domains: 
a. establish a sound framework to support students with disabilities to 
navigate the transitional journey to a secondary school environment 
including the establishment of good levels of communication between 
educational staff in both contexts; and 
b. establish curriculum continuity to ease the academic burden and 
support the youth to engage with the process of transition.   
A framework such as the Bridges of Transition also allows caregivers to make 
sound decisions based on relevant information, in particular, decisions 
associated with the assessed communicative needs of individuals and how 
communicative strategies can contribute to the continuity of the academic 
curriculum for and the pedagogy of teaching this type of student.  Additionally, 
fundamental access to other allied health professionals to support the mobility, 
psychological and accessibility needs of the youth within the secondary school 
environment is critical.  Not only do the ICF and the Bridges of Transition 
frameworks provide sound platforms for considering the individual they also 
consider the individual within a social approach perspective. 
Continued financial burden is placed on families to access unfunded services 
independently through the private sector, such as allied health practitioners 
and transport.  Ensuring their youth is able to get to and from school, is safe 
and is able to engage with same-age peers is important for caregivers.  
Typically, secondary school students are able to navigate to and from school 
as their autonomy and independence skills mature.  This study’s youth cohort 
predominantly relies on funded transport services (e.g., taxis, special school 
buses) to ensure safe transport to educational environments.  The issue for 
caregivers is the expectation of availability of such funding and transport 
services, and the ‘red tape’ and bureaucracy associated with accessing such 
programs.  It is a major concern for caregivers that access to funded transport 
services appears to be directly related to school choice. 
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As caregivers attempt to make the decision about school based on their 
youth’s personality, social and academic needs, they must ‘weigh up’ the 
logistics of transportation relative to their own circumstances. For example, if 
the caregiver chooses a school that is a ‘best fit’ for their youth, yet is out of 
the ‘transport catchment zone’, the impact on family needs, in particular the 
caregiver’s, needs, is substantial.  Consequently, the caregiver needs to make 
alternative or additional arrangements for transporting the youth to and from 
the school.  This issue places considerable strain on the caregivers and their 
potential and capacity to gain or remain in employment, manage their day–
to-day schedules or adjust their financial capabilities.  The predominant 
concerns were: (a) the lack of knowledge and information about funded 
transport services and whether the youth could access them for the school 
that they would attend; (b) the lack of coordinated knowledge and input from 
the school of the federally funded transport service at the school level; and 
(c) approvals and accessibility of transport services in the first four to six 
weeks of the school term. 
First, if caregivers had access to information about the availability of transport 
services, in particular to support a youth to attend a ‘mainstream’ rather than 
special school context this information may affect the school enrolment 
decision. However, for this study cohort, the predominant issue for school 
choice was ‘best-fit’ for the youth as determined by the caregivers.  However, 
the accessibility of funded transport services to students who attend 
mainstream school environments has had a considerable impact on the 
caregivers (Laskar, Gupta, Kumar, Sharma and Singh, 2010, Zan & Scharff, 
2015).  Caregivers of youth who use wheelchairs and attend a mainstream 
school faced increased strain in transporting the youth to and from the school 
independently.  Inclusive schooling, where all students are integrated within 
a single school is the ideological paradigm in contemporary society. In 
particular, with the ‘inclusivity models’ of universal services, there is a lack of 
alignment between inclusive theory and its translation to practice.  However, 
this cohort has had substantial difficulty in accessing required wheelchair 
transport services, particularly when attending mainstream schooling contexts 
with caregivers having to formally challenge decisions or negotiate poor 
decision outcomes (such as dropping youth at caregiver employment or 
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forcing caregivers to alter employment arrangements) (Michelsen, Flachs, 
Madsen & Uldall, 2015; Zan & Scharff, 2015).  
Second, the administrative burden associated with accessing the funded 
transport program is considerable, and decision making is problematic and 
typically not completed in time for school commencement.  Caregivers 
therefore have to make adjustments to work and home routines to ensure 
their youth is able to access school.  This is an additional financial and care 
burden for the caregivers. 
 
 Caregiver Strain and Personal Wellbeing 
The caregiving role is generally an expected obligation of families in 
contemporary society.  Caregiving can impact on the social, psychological, 
physical and financial resources of the family unit.  The study caregiver cohorts 
demonstrated, at Phase 1 (pre-transition) and Phase 2 (post-transition), high 
levels of carer strain.  This was evident for those caring for youth with higher 
care needs (such as those youth who need higher levels of mobility, 
occupational and communicative assistance), and for those with youth 
attending special school contexts, whether the youth had intellectual or physical 
impairment.  The physical strain of caring for a youth with disability is 
considerable (Michelsen, Flachs, Madsen & Uldall, 2015; McCarthy, Behimer, 
Anderson & Riddle, 2016) even with the use of assistive technologies such as 
hoists, slide sheets, wheelchairs and commodes, and these demands will rise in 
intensity and strength as the youth progresses through adolescence, with 
weight and size increases coupled with most caregivers entering middle age.  
Assistive technologies can provide assistance in the mobility of youth with 
disabilities.  However, there may be a range of issues that negate families being 
able to use such assistive equipment, such as home environment and financial 
costs.   
Caregivers scored considerably higher than the general population on the 
domains of ‘other demands on time’ and ‘adjustments to work’, both of which 
compound physical strain.  McCarthy, Behimer, Anderson & Riddle (2016) 
concluded that caregivers of youth with developmental disabilities are highly 
vulnerable to poor outcomes with the findings highlighting the importance of 
considering the needs, strengths and outcomes of family caregivers. This 
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indicates that while the process of caregiving is likely to be burdensome in and 
of itself, the interactions between the caregivers’ multiple systems (as defined 
by Bronfenbrenner) serve to increase the strain experienced due to the need to 
juggle other demands such as other children, paid work, social relationships and 
activities.  Analysis identified wellbeing scores of caregivers of youth with 
disabilities to be within the average category, though on the lower end of the 
spectrum range.  However, two specific domains highlighted concerns for 
caregivers, namely those of ‘health’ and ‘future security’ (across both genders).  
This result aligned with the carer strain results, in that the physical strain of 
assisting in the mobility needs of the youth impacts on the future health 
outcomes for caregivers.  Additionally, the financial impact of significant 
additional costs for families led to future security concerns for caregivers.   
 
 Financial Impact 
The financial impact on caregivers is considerable, with extensive additional 
expenses for the families primarily due to the needs of the youth.  Further to 
these needs are the capital costs of modified housing and vehicles, equipment 
and resources as well as lost opportunity costs such as part-time work, needing 
to give up work or adjust working schedules and access to 
specialised/appropriate services in regional locations.  The burden of purchasing 
additional electronic devices for the youth entering secondary school (such as 
laptops, iPads, mobile phones and specialised software) is relatively 
commonplace (Zan & Scharff, 2015).  However, families of youth with 
disabilities not only have to purchase these relatively standard resources but 
also have to purchase communication-specific (and very expensive) hardware 
and software (such as switches, learning software, and communicative 
strategies software).  Software and hardware that has previously been used in 
other educative contexts may not be supported within the secondary school 
environment, even though they may have been recent purchases by families.  
Communication devices are expensive, and many families need to apply to a 
range of funding bodies to allow purchases to be made.  This takes additional 
time after assessment, trialling and prescription of devices and resources. 
This study has identified that students who need augmentative or alternative 
communication strategies (AAC), such as speech generating devices (low and 
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high tech), are not necessarily having their communication strategies supported 
within the new academic environment. This reduces the youth’s communication 
potential within and across a range of environments and substantially reduces 
their academic potential.  Additionally, the non-use of assessed and prescribed 
communicative strategies, such as AAC, reduces the youth’s capacity for wider 
communication network opportunities.  Study findings suggest that efficiency 
of potential task completion rather than sound communication with the youth 
is the primary focus of the schools, as evidenced by schools encouraging 
students to use technologies that do not necessarily meet their assessed 
communication or accessibility needs (SPA, 2015).  These additional resources 
are a financial burden on families, many of whom are already financial 
disadvantaged (Zan & Scharff, 2015).  This issue reflects lack of access to 
speech and language specialists to support the use of such tools. 
As youth grow and develop there is an increased need for larger pieces of 
furniture and assistive devices (hoists, beds, bathroom equipment) to facilitate 
their personal care requirements.  The need for home modifications to support 
the youth as they mature into adulthood is substantial.  Families who had a 
youth who use wheelchairs faced sizeable modifications that cost large amounts 
of money.  Some families have had to relocate to purpose built environments 
that will suit the youth in their adult years, and have had to access 
superannuation funds or carry extensive mortgages.  Other families have had 
extensive environmental remodelling.  Families who did not have the financial 
resources to make such adjustments are forced to cobble minor changes to 
home environments to accommodate the support needs of the youth (e.g., 
ramping and adjustments to bathrooms).  These decisions directly correlate 
with the ‘future security’ concerns that have previously been identified for the 
caregivers. 
A further concern for caregivers is the need to ensure that youth are supported 
for social activities with friends and family.  Typically, youth who attend the first 
year of secondary school do not attend out-of-school care programs or child 
care placements, as secondary school students do not meet the age criteria to 
attend these programs.  Therefore, students have to be supported at home, at 
a friend’s place, or at YMCA/PCYC or other similar programs that may be 
available at the time.  The latter alternative is typically not available for youth 
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with disabilities due to availability of places or program requirements for 
caregivers to pay extra for additional staff and resources.  Caregivers who are 
employed have little choice regarding out-of-school care options as youth 
typically need higher levels of support and supervision in the earlier ages of 
adolescence.   
 
 DOES THE QOL OF CAREGIVERS DECREASE OVER THE PERIOD OF 
THE TRANSITION? 
Caregivers in this study reported that they experience high levels of strain, as 
measured by the Modified Carer Strain Index (Thornton & Travis, 2003) pre and post 
transition, with additional evidence of significantly increased levels of stress post 
transition, as measured using the DASS (Lovibond & Lovibond, 1995).  A close 
relationship was found between level of care needs and caregiver strain and 
depression, such that the more complex or higher the care needs, the higher the 
strain and depression levels of the carers.  More specifically, the results clearly show 
the impact of caring for a person with high physical support needs, with a strong 
relationship identified between the mobility level of the youth and the caregivers’ level 
of potential depression, anxiety and strain. 
The qualitative data shows that prior to the transition process the caregivers 
were extremely frustrated, angry and confused.  This is due to clear needs for 
information to assist them to support their youth to transition, as well as information 
needs to support decision making about school choice that is lacking.  Frustration and 
anger about the lack of access to therapy services for their youth and themselves had 
a clear emotional impact when preparing for this transition.  It was also noted that 
after transition, the levels of strain remained relatively high; however, the nature of 
the concerns for the caregivers changed.  Access to therapeutic services remained 
the same with little availability, in particular for those youth who needed 
communicative support and solutions.  Access to information remained high after 
transition; however, the type of information needed changed (for example, caregivers 
identified the need for information relative to a youth’s pubertal trajectories, sexuality 
and independence needs). 
The caregivers also noted that financial and health needs remained a concern 
after transition, such as employment, financial requirements for house and vehicle 
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modifications and ongoing equipment needs (Ovayolu, Ovayolu, Tuna, Serce, Sevinc, 
& Cocelli, 2014), additionally the authors demonstrated a significant decrease in 
quality of life of the caregivers when there was a decrease in financial remuneration.  
Although it appears that caregiver’s QoL remains stable over the period of the 
transition, it is at lower levels than that experienced by the typical population.  
Therefore, although it cannot be said that the transition process itself decreased the 
QoL of caregivers, this study has identified that the QoL and levels of strain of 
caregivers is a concern.  This study has identified that there are specific support needs 
for caregivers supporting youth to make the transition process more efficient and 
effective. 
 
 CAREGIVER CONCLUDING COMMENTS 
The impact of carer strain on caregivers was a primary consideration for this 
study.  The impact of the caregiving role on health outcomes is substantial, with high 
levels of physical and psychological strain related to personal support and therapeutic 
needs of the youth.  Caregivers are forced to make decisions for the youth based on 
issues other than their academic and future vocational needs.  When decisions are 
made relative to ‘best fit’ for the youth, the logistics of implementing such decisions 
can be problematic.  Typically, the decisions made are the most appropriate for the 
youth, although the stresses and tension of transport, out-of-school hours care 
programs, and home and vehicle modifications have a subsequent effect on the 
caregiver’s capacity to progress financially. 
In conclusion, a number of issues for caregivers were identified.  First, there is 
a lack of generic and individual specific information available to support decision 
making.  Second, there is poor availability of appropriately qualified and experienced 
practitioners, such as allied health staff, to support the growth and development of 
the youth.  Third, the ‘knock on’ effects of continued support for youth with disability, 
weigh heavily on caregivers, when typically there would be increasing levels of 
independence for adolescent youth. 
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 YOUTH WITH CP – WHAT IS THE QOL OF THE YOUTH PRIOR TO AND 
AFTER THIS TRANSITION? 
The task of supporting youth to manage the journey from childhood to 
adulthood is a challenging one, particularly during the adolescent years when personal 
preferences and influential others can be a challenge.  It is even more of a challenge 
to support youth with disabilities in this journey, when so much of their childhood 
experiences differ considerably from those of typically developing peers.  These 
experiences include the ‘family experience’, which includes their role in family, sibling 
relationships and familial expectations; ‘whole of school experience’, which 
encompasses the development of friendships, learning and teaching, play and the 
development of social skills; and the ‘social and community experience’, which 
encompasses interactions with the broader social context and learning to use their 
community to develop and learn.  These life experiences can be considered 
confirmation that a youth is developing a strong sense of who they are and how they 
can live their life to the fullest and their keen sense of wellbeing or QoL.  The 
understanding of one’s own QoL is individual and complex.  However, the 
development of personality with established characteristics throughout the adolescent 
years is fundamental to establishing a sound understanding of ‘who you are’, your 
societal role and personal values and beliefs (Majnemer, Shevell, Rosenbaum, Law, 
& Poulin, 2007). 
This study explored the QoL of youth with physical impairment as they were 
preparing to transition into a secondary school context.  This section explores the 
youths’ understanding of their own QoL, using a specific measure that was designed 
to examine issues that impact on youth with physical impairment.  The CPQoL (Waters 
& Davis, 2011) examines the typical domains for establishing a QoL for youth in their 
context, as well as considering additional issues such as how the disability impacts 
their QoL (for example, their feelings on their individual functioning and how pain 
impacts them on a daily basis). 
Analysis of the quantitative data related to the QoL of the youth prior to and 
post the transition from primary to secondary school demonstrates that this cohort 
generally feels similar to typically developing youth at this lifestage across the range 
of life domains (McDougall, et al., 2010; Waters & Davis et al. 2011; Jones, et al., 
2009; Ronen & Rosenbaum, 2013).  The development of strong friendships is critical 
at this stage and impacts on how well a person is able to navigate their social contexts 
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and environments.  The two most influential contexts for youth are their home and 
their school.  Good levels of school, social and general wellbeing, as identified by the 
CPQoL measure, were found prior to and post the school transition.  Generally, the 
youth were relatively happy with their friendships, social context and school life 
despite the absence of a transition program.  The concerns highlighted may have 
been a result of end of year school finish and New Year commencement routines, 
which are standard for every child/youth.  Additionally, the levels of general wellbeing 
may be reflective of friends attending the same secondary school, and although this 
was typical for the cohort, it was not evident for all of the youth in the study. 
Notably, the domains of ‘communication and physical health’ and ‘feelings on 
functioning’ were the two domains that were most troublesome for the youth.  These 
two domains, despite remaining within the average range of QoL for youth with 
physical impairment, were considerably lower in score.  This highlights two important 
elements for QoL for youth, which is supported by the qualitative data: 
‘communication within a range of contexts and environments’ and ‘health and 
functioning’.   
 Access to Services that Promote Functionality and Integration 
Findings identified the two elements of major concern for youth at this stage: 
(a) communication and physical health; and (b) feelings on functioning.  The 
need for the youth to adapt to a range of differing contexts at this lifestage (for 
example, school, friendship groups, social contexts) is fundamental to 
developing maturity and the establishment of problem solving skills and an 
emerging unique identity (Erikson, 1963).  The perceived hindrance to 
‘communication across a range of contexts and with a broad range of persons’ 
for youth is momentous at this lifestage.  A poor capacity to communicate (in 
all forms such as verbal, non-verbal and body language) impedes an individual’s 
capacity to explore, experiment and develop their own identity, thereby 
reducing their capacity to manage themselves in adult life.  This issue is 
specifically relevant for persons who live with neurodevelopmental disorders 
(McDougall, et al., 2010, Davis et al. 2010, Jones, et al., 2009, Ronen & 
Rosenbaum, 2013).   
Access to appropriate levels of support relative to communication, including 
assessment, prescription, trialling and accessibility to augmentative and 
alternative devices is critical to support navigation of the adolescent period in 
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its entirety.  The capacity to communicate in a range of forms is essential to 
support youth, not only socially but also academically, and across a broader 
societal perspective.  The fundamental need is to ensure communicative 
strategies have been assessed, designed and supported for students in a 
primary school context; for this cohort, these strategies do not seem to be 
supported or used to their full potential within secondary school environments.  
It appears schools are attempting to utilise technologies to address a broad 
student base (for example, hardware and software).  These technologies are 
unlikely to meet individual student need without appropriate assessment and 
considered planning (SPA, 2015).  This lack of access to assessment and 
planning ultimately reduces the youth’s individual communicative and broad 
psychosocial potential.  Additionally, lack of communicative supports reduces 
the youths’ access to their curriculum to develop their vocational aptitude. 
Ultimately, this is a human rights issue (according to UNCRPD, ratified in 
Australia, 2006).  The signatories of the UNCRPD are required, by Article 7, 
Children with Disabilities, to ensure all children are afforded the right to exercise 
their human rights on an equal basis with other children.  Additionally, the 
UNCRPD requires that children with disabilities have the right to: 
a. express their views on all matters affecting them and that all parties take 
appropriate measures to ensure persons with disabilities have access to 
information and communications, including technologies and systems 
(Article 9, Accessibility); 
b. education without discrimination, including inclusive education systems, 
and allow individuals to develop to their full potential, in particular, that 
effective individualised support measures are provided in environments 
that maximise academic and social development; and that education is 
delivered in the means of communication for the individual (Article 24, 
Education).   
The role that communication plays in human development cannot be 
understated.  Adolescence is a crucial social period that provides a platform for 
individual development and maturity.  Erikson (1963) described a range of social 
skills and roles that are developed during this period that will support maturity, 
identity and personal beliefs.  In contemporary society, the effect of social 
media is enduring and influential for youth.  However youth with disability are 
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at a social and technological disadvantage when there is a lack of support to 
explore social media as a form of communication. 
Communication encompasses verbal behaviours (such as spoken word, sign 
language and AAC), reading and comprehension, as well as communicative 
reciprocity.  Communication as a broad concept is complex.  Communication for 
a person who has had a brain injury or insult, an intellectual impairment, or 
sensory loss, creates individual complexity that will not necessarily translate to 
a universal approach within an educative context.  In youth with 
neurodevelopmental disabilities, an individual approach must be taken (Waters, 
et al. 2005; Jones, et al., 2009; McDougall, et al., 2010; Ronen & Rosenbaum, 
2013).  This does not necessarily mean that universal resources and pedagogy 
cannot be utilised. However, the collaboration between qualified and 
experienced allied health practitioners and special education and other teaching 
staff is fundamental to supporting youth to access and benefit from their 
academic environments. 
While Erikson (1963) defines an individual’s tasks and roles at this lifestage, the 
interface of his theory with Bronfenbrenner’s (1979) ecological theory highlights 
the continued complexity of communication needs of youth.  This is particularly 
evident in the interactions between Bronfenbrenner’s microsystem (‘self’) and 
the mesosystem (‘immediate context’ – home, school, and community).  Not 
only is communication between home and school important to an individual’s 
understanding of their world, it is critical to navigating society’s many contexts.  
The apparent lack of support for individual youth communicative strategies 
during their move to a secondary school environment challenges their inherent 
communicative human rights and subsequent capacity to understand their world 
in a manner that allows them to develop their full potential as equitable citizens 
in the world. 
Although the matter of communication and how it is supported was a primary 
concern for youth with disabilities in the study, they were also concerned with 
their ability to physically function within their expanding world.  Concern shown 
by the youth and their caregivers about communicative capability is directly 
related to the identified lack of available and accessible therapy services that 
would aid in the capacity of the individual to mobilise within and access their 
diverse environments.  Adolescence is a period where substantial physical 
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growth and development occurs.  Access to specialised supportive equipment 
that aids good growth and prevents secondary complications such as pressure 
injuries and chest infections, and that facilitates intellectual and academic 
advancement is crucial.   
The Speech Pathology Australia Senate Report (2005) identified that a lack of 
available therapeutic services in secondary environments leads to a substantial 
reduction in an individual’s capacity to maintain their health.  It is important for 
an individual at this stage to engage in appropriate exercise/stretching 
programs to support good health and growth.  The lack of available therapeutic 
services to assist with health programs ultimately reduces the individual’s 
capacity to remain fit and healthy into their adult years.  Poor health outcomes 
in these early years have the potential to increase the need for further medical 
interventions to repair deformities (Ronen & Rosenbaum, 2013).  Ultimately, 
the capacity of an individual to mobilise at home and within their community 
independently is the preferred option.  A youth who has a physical impairment 
and does not receive appropriate or sufficient therapeutic interventions to 
support good mobility and resource accessibility will be limited in their capacity 
to engage with their school, home and their wider community. 
 
 THE USE OF PROXY-REPORTING 
Proxy reporting has been used for approximately half of this study’s youth 
participants, as they had demonstrated limited capacity to respond to the self-report 
questionnaires.  There is considerable use of proxy reporting (Emerson, Felce and 
Stancliffe, 2013) when assessing the needs of persons with disabilities, in particular 
intellectual and cognitive disabilities.  It is clear that proxy reporters can accurately 
report observable and objectively verifiable behaviours (e.g., adaptive behaviours) 
(Cohen, L., Vowles, K. E. and Eccleston, C., 2010), however the authors also 
concluded that there was variance on reporting relative to the issue being reported 
and to the age of the adolescent.  When proxies report on non-observable internal 
states (e.g., feelings), in particular for those persons who have communicative 
limitations (Emerson, Felce & Stancliffe, 2013), their reports may be less accurate.  
Emerson, Felce and Stancliffe (2013) posit that it is important to ensure that when 
mixing self-report and proxy reporting of QoL, clear evidence of attempts to make the 
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two reports equivalent should be provided.  This study used a specifically designed 
and evaluated tool that presents both self- and proxy reports in the same context.  
Stancliffe (2000) posited that self- and proxy reporting when measuring QoL could be 
considered sufficiently reliable with substantial positive correlations evident; however, 
the author concluded that the two data sources should not be interchangeable.  
Stancliffe (1999) concluded that although proxy reporting cannot validly be used as 
a substitute for self-reporting it can provide a valid and important perspective about 
the QoL of persons with intellectual disabilities.  The authors specified that it was 
critical to ensure that evidence based constructs are used; the person or their family 
are the respondents; and methodological pluralism (quantitative and qualitative 
methods) is used.  This study has adhered to each of these factors when using proxy 
reporting to measure QoL in persons with intellectual and cognitive disabilities. 
 
 YOUTH CONCLUDING COMMENTS 
In the current study, youth with physical disabilities identified communication 
needs and their capacity to function within their environments as major concerns.  
The ‘functional’ element, in particular, is an underlying matter for the nature of future 
health outcomes for the youth, since developmental growth in this period is integral 
to good health in adult life.  The ‘communication’ element is considerably more 
complex for ongoing psychosocial maturation for the youth.  The capacity to 
understand communicative intent and content is critical to persons being able to 
engage with and become productive members of their own society.  The capacity to 
participate and engage with a range of social strata ensures that a person is able to 
become an equitable and dynamic citizen. 
Generally the youth are happy with their school, social and general wellbeing.  
Wellbeing concerns for the youth are specifically about how they ‘feel about individual 
functioning’ and ‘health issues’, such as pain.  These concerns were the same before 
and after the transition from primary to secondary school. 
 
 POST TRANSITION 
It is important to emphasise that identified concerns were similar before and 
after transition for this cohort.  The LTFU for Phase 2, post transition, was 
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approximately half the group and as such statistical significance of quantitative data 
cannot be applied to these results.  The qualitative interviews were conducted with 
the caregivers and as such were focused on the impact of the transition from the 
perspective of the caregiver, not the youth.  However, individual results across all five 
domains of the CPQoL show a similar pattern of reporting for those youth who 
participated in Phase 2.  Interview data shows that the youth had settled into the 
secondary school context relatively well and quite quickly into the school year (i.e., 
at commencement of Term 2), with well-established friendships and schedules and 
routines detected. 
There are considerable difficulties around transporting youth to school that the 
families face.  Ensuring that their youth attends school may appear insurmountable 
at times with logistic arrangements needing to be set up for school commencement 
and possibly being a substantial challenge for the families.  The analysis suggests 
caregivers expressed general concerns for the safety of their youth while using this 
disability service, but felt that they had no choice but to use it, as the burden of 
transporting their child to and from school would ultimately fall back to them alone. 
Importantly, caregivers identified high levels of stresses and strains associated 
with predominantly the caring role as the youth matures into adolescence.  It is 
important to ensure that accessibility of information is maintained and made readily 
available to caregivers, including information that is specific to the impact of CP on 
growth and adolescent developmental needs. 
While the emphasis is typically on the care and support needs of the youth, it 
is vital for caregivers to understand the psychosocial changing needs of the youth, 
external to their CP.  The youth are emerging adolescents and, as such, will be 
exploring new social elements and the influences of others in their emerging 
mesosystems.  This exploration should be supported and facilitated not only from 
school but also within the home and community contexts.  The interactions between 
the micro (self) and meso (immediate context – home, school and community) in 
Bronfenbrenner’s ecological model are critical for these youth and their emerging 
‘selves’ as identified in Erikson’s developmental model. 
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 WHAT IS THE SCOPE FOR DEVELOPING A TOOL WHICH MAY ASSIST 
YOUTH AND CAREGIVERS AT THIS TRANSITION? 
The last research aim addresses the scope for the development of a tool that 
may assist caregivers and those who support families who live with a youth with a 
disability.  Caregivers were clear that they require information and tools to assist them 
in making decisions about school selection at the time of transition.  This study 
developed tools based on study findings and theoretical underpinnings.  The tools 
themselves will be discussed in detail and presented in Chapter 9: Translation to 
Practice.  This study has been focused on exploring the nature of the transition 
process and how it relates to evidence based frameworks.  The ICF and the Bridges 
of Transition are frameworks that have demonstrated a sound understanding of the 
needs of persons with disabilities and the nature of a school transition.  The Principal 
Investigator, as a result of this study, determined that a guiding document that 
provides a structure and identifies a range of needs will likely assist caregivers to 
understand their information needs for decision making and the needs of the youth 
during this developmental period. 
Consequently, two tools have been developed: 
1. Transitional Assistance Package – Caregiver (TAC-C); and 
2. Transitional Assistance Package – Service Provider (TAC-SP). 
Tools or checklists may be followed when supporting transitional arrangements 
for persons with disabilities, and usually are developed at an organisational level to 
support organisational processes and requirements.  These TACs are based within 
evidence based frameworks that are known to be efficient in highlighting needs for 
individuals with disabilities.  Further research focused on the viability of these tools 
needs to be conducted before it can be clearly demonstrated that the tools provide 
the assistance to caregivers required at this transition period.  However the literature 
and caregiver interviews confirm that there is scope for the development of tools to 
assist youth and caregivers at this time of transition. 
 
 IMPLICATIONS FOR A YOUNGER TRANSITION 
This study has focused on the transition between primary and secondary school 
within the Queensland context.  During data collection, Year 7 marked the end of 
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primary school and Year 8 the start of secondary school; however, subsequent to 
data collection, policy and operational changes to education within Queensland 
occurred.  Currently, youth are required to transition to secondary school in Year 6 
(primary school) and Year 7 (secondary school).  Having considered these structural 
changes to the educational context, the relevance of the results of this study are still 
valid given the nature of transition itself and the expectations of the receiving school.  
For example, there remains the expectation to manage oneself more independently 
and take responsibility for equipment/resources and personal items; and the 
expectation to move from teaching areas rather than students being based in a single 
classroom.  Friendship groups will still change when moving schools; caregivers will 
still need access to information and therapeutic support; students will still require 
significant levels of therapeutic support.  The issue of caregiver and strain remains 
relevant and modifications to vehicles and homes will still occur, although not 
necessarily at the same time as an educational transition, as the school context 
changes from Year 8 to Year 7.  Access to information in particular will remain, 
especially related to ongoing pubertal development for the youth.  The above list is a 
sample of the concerns for caregivers, and as such remains relevant throughout the 
transition experience.  In particular, the levels of strain associated with caring for a 
person with significant disabilities does not change relative to the transition; instead, 
it appears to remain stable relative to the caregiving role. 
 
 LIMITATIONS IN THE CURRENT STUDY 
 The study had a number of limitations.  These include: (a) the use of proxy 
(parental) reports for measuring QoL for some of the youth cohort; (b) the limited 
numbers of participants in both phases of the study, in particular Phase 2; and (c) 
the substantial LFTU of post transition participants.  Each limitation will be discussed 
in detail in the following section. 
  Proxy Reporting 
Proxy reporting was an integral and necessary part of this study, in that full 
engagement of the cohort required this type of reporting.  This occurred for 
youth with physical and intellectual impairment.  Such an approach may have 
prevented full self-report by the youth on issues that affect them directly.  
Additionally, the proxy report could be subject to responder bias.  This limitation 
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needs to be considered when interpreting the study’s findings.  QoL reporting 
is provided by caregivers and therefore may need to be understood from their 
own perspective rather than that of the individual youth.  Proxy reporting is a 
concern for any research that includes individuals with neurodevelopmental and 
intellectual disabilities.  This study adhered to three criteria, reported by 
Emerson, Felce and Stancliffe (2013) to ensure relevancy of the individual’s 
voice: (1) the use of appropriate evidence based reporting instruments; (2) the 
use of an appropriate proxy and; (3) the use of both quantitative and qualitative 
methods to answer the research questions. 
  Caregiver Gender 
Another limitation may be the higher number of maternal figures compared to 
paternal figures who participated in the study. This may have biased the 
findings to a female perspective. However, it is common in western society for 
women to still bear the majority of responsibility for child rearing and household 
duties. 
  Quantitative Sample Size and Loss to Follow Up 
The other significant limitation of this study is the cohort numbers, in particular 
the LFTU experienced in Phase 2, post-transition.  The relatively small numbers 
were a limitation for the quantitative research, making comparisons with 
population norms difficult and at times precluding comparisons between the two 
time points.  It is noted that the study was reliant on participants actively 
responding to an invitation from the CP League to participate in research and 
required participants to reside in the south east corner of Queensland.  Thus, 
the quantitative results may not be representative of other regional or rural 
centres.  
Table 8.1 illustrates the demographic details of the participant cohort, as it 
relates to LTFU.  Examination of this information indicates that here is no clear 
pattern to the LFTU.  Attrition included a demographic spread, with youth of 
GMFCS I to V, working and non-working caregivers, single and married 
caregivers, and households with children and with no other children living in the 
family home.  It is noted that the families who did not continue were caring for 
a male youth with a disability; however, the majority of the youth participants 
were male.  Additionally, the primary caregivers who did not continue were all 
female, although the majority of the primary caregivers were female.  
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Considering the simple analysis of the participant families who did not continue 
with the study, there does not appear to be clear relevant indicators or patterns 
associated with such LTFU. 
 Qualitative Research 
Qualitative research on the other hand, does not seek to be representative or 
to generalise results; instead, it presents a perspective of life experience.  As 
such, the limited numbers of both the caregiver and youth groups, although not 
appropriate for qualitative statistical calculations, are suitable for exploring the 
experiences of the transition for both groups. 
 
 STRENGTHS OF THE CURRENT STUDY 
Despite these limitations, the study had a number of strengths. First, the study 
used both quantitative and qualitative data analysis to answer the study’s research 
questions.  Qualitative approaches and methods such as interviews provided rich 
exploration of the lived experience of the families during this period of transition.  It 
revealed issues that were too complex to canvass in quantitative research.  The study 
is one of the few in the literature that interviews caregivers on two occasions of youth 
with CP on two occasions.  This longitudinal approach allowed the tracking of the 
same participants before and after transition rather than taking a cross-sectional 
approach. An additional strength of this study is that it uses theoretically informed 
frameworks and validated instruments to ground its conduct and findings.  
Additionally, the use of the ICF to embed transitional processes strengthens the 
applicability of the research findings and the subsequent translation to practice 
elements.  The ICF is an internationally recognised framework to support individuals 
with disabilities.  This study has categorised the domains that were identified by the 
participants as being important during this transitional process and aligns these to the 
framework.  A final strength, although a two edged sword, was the researcher’s lived 
experience and knowledge on a personal and professional level in the content area.  
This meant that I could relate to and establish rapport with the participant group but 
had to be careful in interpretation to ensure that I was reflecting the participant 
experience, not my own.
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Table 8.1.   
Analysis of Loss to Follow Up 
 
ID 
Code 
Youth Caregiver 1 Caregiver 2 
Description  of family members 
Phase 
2  S GMFCS S Employed Married S Employed Married 
1 M I F Foster Carer Single - - - Foster sister who attends Special School  
2 M I M Not working Single - - - No siblings live at home  
3 M IV F Full time Married M Full time Married Two other children in the home - 
4 M V F Not working Married M Full time Married No siblings live at home  
5 M I F Full time Married M Full time Married Younger brother living at home  
6 M V F Casual work Married M Full time Married Two younger siblings living at home  
7 F I F Not working Married M Full time Married Younger sister living at home  
8 M I F Full time Single - _ _ No siblings - 
9 M II F Not working Married M Full time Married Younger sister living at home - 
10 M V F Part time Married M Not working Married Younger brother living at home  
11 M IV F Not working Married M Not working Married Two siblings living at home - 
12 M V F Self employed Married M Retired Married Extended family living at home   
13 M I F Part time Married M Full time Married Younger brother living at home - 
14 M III F Not working Single - - - No siblings - 
15 F I F Full time Married M Full time Married Younger brother living at home  
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 CONCLUSION 
In conclusion, the study findings indicate that the transition from primary to 
secondary school for youth with physical impairment has a substantial impact on the 
caregivers – perhaps even more so than the youth.  The findings suggest that a more 
comprehensive and coordinated approach to transitioning youth from one educational 
context to another is warranted.  Currently, an adhoc approach appears to be the 
standard, with examples of good transitional programs relying on the enthusiasm of 
a small number of teachers and schools and thus having the potential to collapse 
when staff change.  It is crucial that a well organised and coordinated transition 
process be conducted to support the youth and by default, the caregivers, during this 
intermediate lifestage.  This study has clearly identified that the provision of timely, 
accurate and relevant information is crucial to support caregivers to make informed 
and appropriate decisions with regards to school placement that are based on the 
best fit for the youth rather than external system need. 
A critical factor for good health outcomes for youth and most importantly for 
the youth’s adult years is the access to appropriate levels of therapeutic supports, 
particularly in relation to mobility, accessibility and communication.  The fundamental 
emphasis on this particular concern cannot be understated, as growth and 
development in the adolescent years is the platform for good health and psychosocial 
outcomes later in life.  Communicative human rights of the youth and their 
subsequent access to a full and engaging education is the most important issue.  It 
is a significant concern that educative contexts do not appear to be engaging with 
the assessed communicative needs of the individual when designing curriculum 
programs.  Additionally, the lack of the smooth transfer of knowledge in terms of the 
use of already established and functioning communicative strategies is a concern.  It 
is also concerning that schools attempt to establish a universal electronic platform to 
support education without considering the established communicative strategies 
previously developed for the individual.  This practice negates the youth’s capacity to 
engage with peers and others across a range of contexts and reduces communicative 
intent with their common communication partners (i.e., family, peers and teachers).  
Ultimately, the individual’s human rights to non-discriminatory communicative 
strategies and access to education are compromised. 
Logistical issues, such as access to transport programs and costs of out of school 
hours care programs, must be addressed to reduce the strain of this transition on 
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caregivers.  Caregiver concerns regarding these issues are substantial, with the effect 
of poor organisation and access compelling them to make critical life and employment 
decisions that affect the family’s capacity to maintain future financial security.  It is 
essential for caregivers to receive relevant and targeted supports that assist them to 
reduce levels of strain and ultimately thrive as caregivers. 
The findings from this study suggest that the needs of caregivers and youth 
during this lifestage and the educative transition period must be addressed with 
careful development and planning.  Appropriate, well considered and coordinated pre-
transition programs should be conducted to support the needs of the youth and the 
caregivers.  The results of the study have informed the development of a Transitional 
Assistance Package (TAC) to assist caregivers and service providers to focus on the 
specific supports they will need in preparation for this transition.  These packages are 
presented in Chapter 9.  Chapter 10 will present limitations of this study and possible 
directions for future research. 
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Chapter 9: Translation to Practice 
 INTRODUCTION 
 This thesis has drawn attention to the dearth of appropriate services, 
information, and therapeutic interventions for families who support youth with 
physical disabilities during the transition to secondary school from primary school in 
Queensland.  The study highlights the lack of services to support families during this 
transition phase, which need to be multi-faceted and cross a range of individual 
contexts.  The study revealed that a number of supports are needed to better assist 
youth with CP and their caregivers during this transitional period.  These include, but 
are not limited to: services that support families to manage their weekly schedules, 
such as transport assistance and before and after school care programs; transition 
programs to support youth to understand and familiarise themselves with their chosen 
secondary school environment; appropriate levels of information about the impact of 
the youth’s CP on their functioning, learning and social dynamics to support decision 
making of school choice; access to appropriate therapy services that facilitate learning 
and promote independence and function; and finally, but most importantly, the 
efficient translation of communicative needs of the individual into the secondary 
school environment.  A key aim of this study was to translate findings into a resource 
to assist caregivers and service providers to navigate the transition between primary 
and secondary school. 
 A range of theoretical frameworks provide a scaffold for the development of 
resources to support stakeholders, such as the ICF and Bridges of Transition 
frameworks.  These frameworks can aid service providers, the educational context 
and most importantly the caregivers and youth themselves.  Utilisation of such 
frameworks prior to transition will assist with the decision making about school type, 
area and ‘best fit’ for the youth, and will identify the supports required.  Figure 9.1 
presents identified domains of the ICF that were particularly relevant to this study: 
part 1: functioning and disability and part 2: contextual domains, relative to both an 
educational and psychosocial context mapped against the themes that emerged from 
the current research.  It is noteworthy that concerns identified by youth and their 
caregivers, for both phases of the study (pre and post transition), fit comfortably 
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within the ICF framework and also interface across a range of environments, such as 
the Bronfenbrenner’s micro (self) system and meso (immediate context – home, 
school, community) systems. 
 Figure 9.2 illustrates the alignment of the themes that emerged from the 
current study with the Bridges of Transition framework (Bore and Fuller, 2007) in 
relation to the needs of youth transitioning from one school context to another.  The 
key theme and issues identified from the qualitative and quantitative data analyses 
undertaken in this study align well with both the ICF domains and the Bridges of 
Transition framework.  Each framework corresponds with specific findings from this 
study.  For example, the Bridges to Transition framework supports the needs of the 
students in preparation for transition to a different educational context (e.g., Year 8, 
Secondary School), and the ICF domains provide a scaffold for understanding the 
needs of the youth and their families more broadly; essentially highlighting factors 
that are most important for supporting youth and caregivers during a lifestage period. 
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Figure 9.1.  Translation of transitional needs for youth and their caregivers to the ICF 
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Figure 9.2.  Transitional impact on Bridges of Transition 
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 The findings from this study provided an opportunity to develop an information 
pack to support the information needs of the youth and the caregivers when they are 
preparing for these transitions.  It is extremely important to ensure that research 
evidence is translated in a way that ensures best practice, and that this is based on 
the experience and knowledge of those who have undergone this transition.  The 
“Transition Assistance Checklist” (TAC), provided in the next section with (Caregiver 
TAC and Service Provider TAC), are evidence informed tools that provide 
comprehensive information on the needs of the youth when preparing for a school 
context transition. It also provides a wide-ranging guiding checklist for caregivers to 
refer to with respect to gaining appropriate information from key stakeholders 
including teachers, schools and therapy staff.  The TAC is divided into two separate 
domains; ‘pre-transition’ and ‘post-transition’ and has three elements (1) ICF domains 
that are applicable; (2) advice as to why ICF domains are important to the transition 
process; and (3) suggested hints and questions that are important to consider during 
the transitionary process. 
The TAC is designed to provide guidance to service providers when supporting 
caregivers and youth during this transition, and to caregivers so that they are 
informed and able to proactively assume control of this process.  It is expected that 
the TAC will provide guidance to gather specific knowledge/information over the 
transitional period and has been designed to be flexible to the needs of the user. 
The final chapter, Chapter 10, synthesises the evidence from the Results 
(Chapters 6 and 7), Discussion (Chapter 8) and Translation to Practice (Chapter 9) 
chapters and discusses the overall conclusions of this study.  Limitations to this study 
and implications for further research within the context of transitions for persons with 
disabilities are presented. 
 
 Transition Assistance Checklist - Caregiver 
Presented below is the Transition Assistance Checklist-Caregiver (TAC-C) 
developed by this study.  The TAC-C is designed to assist caregivers to prepare 
for the transition from primary to secondary school for their youth with a 
physical impairment. 
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 9.1.2  Transition Assistance Checklist – Service Provider 
Presented below is the Transition Assistance Checklist-Service Provider (TAC-SP) as 
developed by this study. The TAC-SP is designed to assist service providers to prepare and 
assist caregivers to support their youth with a physical impairment to transition from 
primary to secondary school. 
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 CONCLUSION 
In conclusion, this research study has explored the transition between primary 
and secondary school for youth with physical impairment and their caregivers.  This 
research was based on the Erikson’s Lifestage theory, where Stages 4 and 5 explore 
the maturational changes during adolescent development; and Bronfenbrenner’s 
Ecological Systems theory exploring the interface between environmental systems 
that are influential during this developmental process.  The ICF and Bridges of 
Transition frameworks have provided a scaffold to develop a range of resources to 
assist caregivers and youth with disabilities during this lifestage transition.  The TACs 
target specific elements that have been identified as being important for caregivers 
and youth with disabilities. 
Chapter 9 has outlined a structured framework based on findings from the 
current study.  This framework has been developed as a means to support service 
providers and families to navigate the transitional process between primary and 
secondary school.  The development of the TAC’s represents the translation of 
research findings to practice, and a tangible outcome from this research study.  It is 
expected that the TAC’s will assist in making the transition smoother for both youth 
with CP and their caregivers.  It is recommended that future research should evaluate 
the usefulness of the TAC’s for providing appropriate guidance for caregivers during 
the transition process.  If used to support the needs of families who are about to 
undergo the transition from primary to secondary school, the TAC will enable the 
provision of: relevant and appropriate information in a timely manner; a scaffold for 
the development of questions for caregivers to gain the most appropriate information 
to make sound schooling decisions on behalf of the student; and, a guided trigger for 
decision making and action during the transitional process, from pre to post transition.  
The use of such a framework essentially assists the building of capacity of service 
providers, caregivers and the youth themselves, to navigate other such lifestage 
shifts. 
The final chapter, Chapter 10, presents limitations and unique contributions 
to this study and implications for further research within the context of transitions for 
persons with disabilities. 
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Chapter 10: Conclusion 
This chapter focuses on the implications of the findings of the current study and 
its contribution to policy, practice and research.  Previous chapters have outlined the 
study’s findings and translated them into recommendations, in the form of Transition 
Assistance Checklists (TAC’s) for use by caregivers and providers of services to youth 
with CP who are in the process of undergoing the transition from primary to secondary 
school.  These packages represent evidence-based and theoretically informed 
resources that have the potential to facilitate the successful transition for youth with 
CP at a critical stage in their lives, and to assist caregivers and service providers to 
support these individuals in ways that meet their specific needs.  In this chapter, a 
brief overview will be provided of the insights gained from this doctoral research about 
the life domains of youth with CP that require due consideration as they move through 
the transition from primary to secondary school.  Based on the knowledge gained 
from this research, recommendations for future research are outlined to improve 
understanding of the support needs of youth with disabilities and their families so that 
they may be appropriately addressed into the future. 
This thesis has highlighted the concerns of caregivers of youth with CP, with 
the aim of generating greater understanding of the transitional experience of youth 
living with disabilities, and the impact on families navigating the move from a primary 
school context to a secondary school environment.  Lifestage transitions are a 
significant concern for caregivers of persons with disabilities (Ronen & Rosenbaum, 
2013).  This issue is well established globally within the disability sector.  However, 
the two transitional lifestages that are most commonly explored with respect to 
persons living with disabilities are: (a) the transition from early childhood to school 
life (typically kindergarten and prep grades); and (b) the transition from a schooling 
context into adult life.  Although these lifestages are challenging for families, 
individuals and service providers alike, they are not the only critical lifestages for 
persons living with disabilities.  The transition from primary to secondary school for 
this group is also a critical lifestage that has, to date, been under-explored.  A 
significant issue for youth experiencing a communicative disability is that the needs 
of systems appear to outweigh the needs of individuals.  Families were concerned 
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that the communicative strategies being used for youth in secondary schools were 
heavily affected by systemic resource availability.  There existed a distinct lack of 
accessibility to appropriate resources to support individual youth communication 
across a range of educational placements.  Instead, there was significant impetus for 
communicative strategies to be reworked to suit the viability of generic electronic 
resources available.  The abundance of a diversity of electronic resources made 
available in learning contexts for youth is seemingly overriding the provision of sound 
alternate and augmentative communication options and as such, the communicative 
capacity of youth, as well as their networks and learning potential, is reduced at a 
critical developmental lifestage.  The system appears to be using a range of electronic 
resources to engage with youth; however, this is in the absence of sound assessment, 
planning and intervention specific to individual need, communication partners and 
opportunities. Consequently, access to curriculum, vocational options and community 
living are reduced.  At their essence, these issues substantially defer from the youths’ 
communicative human rights and their potential life opportunities.    
Living with disability, particularly one that impacts on a broad range of life 
domains and affects the life and development of the individual and the lives of their 
immediate family, is all encompassing.  When a child develops a life altering, global 
disability of any sort, the impact is such that the family and family life are significantly 
transformed.  Advocacy, knowledge gain, understanding and relationships are, as a 
remnant of this experience, converted to a strength and intensity of human identity 
that alters the family experience. 
 
 FUTURE RESEARCH 
This study focused specifically on the transition from primary to secondary 
school and the subsequent impact on caregivers and youth with disabilities.  Future 
research may benefit from studying the siblings of youth with CP and the impact of 
living with a sibling with physical disability.  The sibling relationship is known to be 
the longest relationship for individuals (Strohm, 2002).  It would be warranted to 
compare the impact of being a sibling for adults and children, and the associated 
expectations of each age group.  Unfortunately, a study of the siblings was outside 
the scope and timeframes of the current study. 
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Future research could also test the usability and applicability of the TACs, within 
both caregiver and service provider contexts.  The applicability of using the ICF to 
support early childhood and adulthood transitions for persons with disabilities could 
also be investigated, for those with physical and/or intellectual/cognitive disabilities. 
 
 UNIQUE CONTRIBUTIONS 
This research explored the lived experience of caregivers and youth progressing 
through a transition from one level of schooling to another.  Studies such as this 
within the disability sector are uncommon, especially the analysis of theoretically 
informed practice frameworks and the translation of the findings into tools for 
practice.  This study identified factors that were challenging for caregivers and youth 
experiencing the transition.   This research has identified a framework to support 
caregivers and youth throughout this transition process and, hence, makes a unique 
contribution to the paucity of research examining transitionary processes for youth 
with disabilities.  The undertaking of translational research that is relevant for families 
who raise children with disabilities is essential for enabling positive life outcomes for 
persons who live with disabilities; this is after all, key to basic human rights.  This 
group needs to be viewed and treated as valuable and productive members to their 
communities and greater society.   
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Appendix G: 
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Appendix H: 
Personal Wellbeing Index – Adult 
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Appendix I: 
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Appendix J: 
Demographic Questionnaire 
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Appendix K: 
Semi-Structured Interview Questions 
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Appendix L: 
Depression Anxiety Stress Scale 
 
  
 Transition for youth with physical impairment and the impact on them and their families 315 
 
 
  
 Transition for youth with physical impairment and the impact on them and their families 316 
 
Appendix M: 
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Appendix N: 
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